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This  dissertation  is  dedicated  to  the  memory  of  Jodi 
Michelle  Lukacs,  who  was  born  on  November  11,  1974,  and  died 
on  May  22,  1978,  from  aplastic  anemia.  Jodi  was  one  of  my 
first  patients  that  I  cared  for  as  a  young  staff  nurse  at  Yale 
University  Hospital,  New  Haven,  Conn.  As  only  a  young  child 
can,  Jodi  taught  me  that  life  is  precious,  and  filled  with 
wonder  and  joy,  even  when  one  is  faced  with  a  life-threatening 
illness.  Jodi's  influence  on  my  personal  and  professional 
life  was  profound,  and  she  significantly  altered  my  career 
choices.  My  relationship  with  Jodi  convinced  me  to  work  with 
chronically  and  terminally  ill  children  and  their  families. 
I  have  never  regretted  that  decision,  and  this  dissertation  is 
a  way  of  offering  thanks  to  the  memory  of  Jodi.  This 
dissertation  is  also  dedicated  with  love  to  Jodi's  family:  her 
mother  Bonnie,  her  father  Roy,  and  her  baby  sister  Karie,  who 
all  taught  me  that  life  can  have  meaning,  in  spite  of 
tremendous  human  tragedy. 
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Having  a  child  diagnosed  with  cancer  is  an  overwhelming 
experience  for  parents.  The  goal  of  this  research  was  to 
understand  why  some  parents  do  better  with  this  situation  than 
do  others.  Research  questions  included  the  following:  Who 
provides  support  to  the  parents?  What  is  provided?  What  do 
parents  do  to  cope?  In  addition,  this  research  compared  white 
parents  to  African  American  parents  in  an  effort  to  explicate 
racial  and  cultural  differences  in  experiencing  childhood 
cancer. 

Two  hundred  two  parents  (150  white  and  52  African 
American)  of  children  with  cancer  were  interviewed  in  a 
hospital  or  clinic  setting  in  three  southeastern  US  cities. 
In  addition,  several  standardized  psychological  instruments 
were  used  to  measure  anxiety,  depression,  somatization,  and 


xv 


general  level  of  psychological  symptomatology.   Qualitative 
and  quantitative  analyses  were  performed  on  the  data. 

This  was  a  story  of  courage  and  of  incredible  human 
caring  for  others  in  distress.  Overall,  there  were  few 
significant  differences  by  race,  gender,  or  site.  These 
parents  had  multiple  sources  of  support.  White  parents  had 
larger  social  networks,  but  African  Americans  perceived 
receiving  more  support  from  their  network  alters.  Networks 
were  small,  dense,  kin-centered  social  networks  of  long 
duration,  with  members  living  near  to  one  another.  Emic 
definitions  of  support  differed  by  race,  with  whites  defining 
support  in  emotional  terms  and  African  Americans  defining  it 
more  broadly,  both  in  terms  of  emotional  and  instrumental 
actions.  Social  network  properties  and  characteristics  did 
not  significantly  correlate  with  or  predict  the  psychological 
outcomes . 

Most  parents  used  a  combination  of  problem-focused  and 
emotion-focused  coping  behaviors  to  deal  with  stressful 
situations.  Only  a  small  percentage  of  parents  showed  poor 
psychological  functioning.  However,  use  of  emotion- focused 
coping  behaviors,  particularly  escape-avoidance  behaviors, 
best  predicted  poorer  psychological  outcomes.  Few  of  the 
variables  commonly  thought  to  influence  positive  outcomes 
(such  as  social  support,  income)  predicted  the  psychological 
variables .  The  experience  of  having  a  child  with  cancer  was 
so  encompassing  that  nothing  else  mattered,  not  the  amount  of 
support,  or  who  provided  it,  or  how  much. 
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CHAPTER  1 
INTRODUCTION 


Like  a  Blanket  of  Love 


This  is  a  story  about  everyday  people  who  are 
experiencing  one  of  the  biggest,  most  demanding,  and 
frightening  challenges  of  their  lives.  They  all  are  parents 
of  children  with  cancer.  The  children  are  of  different  ages, 
have  different  diseases,  and  have  different  prognoses. 
However  different  these  families  may  seem  initially,  the 
experience  of  being  told  that  your  child  has  a  potentially 
fatal  illness  unites  them  in  a  myriad  of  ways.  From  hearing 
the  chilling  words  at  diagnosis,  "your  child  has  cancer,"  to 
traveling  over  and  over  again  to  the  cancer  clinics  and 
hospitals,  to  the  days  of  waiting  for  lab  test  results,  the 
lives  of  these  families  are  irreversibly  changed.  For  some 
families,  this  challenge  heightens  their  spirit  of  life  and  is 
turned  into  a  positive  challenge  to  be  met  together.  For 
others,  the  days  become  a  vast  wasteland  from  which  nothing 
good  could  ever  spring,  filled  with  pain  and  isolation. 
Family  becomes  a  metaphor  for  broken  spirits  and  failed 
promises . 


2 
While  the  specific  details  may  vary  as  to  the  physical 
environment  or  the  people  involved  in  the  actions,  the  daily 
drama  of  childhood  cancer  is  repeated  hundreds  of  times  in 
clinics  and  hospitals  across  the  country.  In  some  settings, 
there  is  an  attempt  to  make  the  surroundings  as  pleasant  and 
conducive  to  normal  childhood  activities  as  possible.  One 
sees  volunteers  assisting  children  with  fun  things  to  do; 
furniture  is  bright  and  child-sized;  examination  rooms  are 
painted  with  murals  and  motifs  and  come  with  hanging  mobiles 
so  that  the  children  may  concentrate  on  fantasies,  and  not  on 
medical  procedures. 

Other  clinics  look  like  any  standard  hospital  area.  The 
walls  are  a  drab  green  or  gray,  there  is  never  enough  room  for 
everyone  to  sit  down,  equipment  is  scattered  around  the 
hallway,  and  there  is  a  sense  of  chaos  that  permeates 
throughout.  Children  and  families  appear  to  get  lost  in  the 
vast  machinery  that  is  called  the  "medical  system. " 

Yet  appearances  can  be  misleading.  It  only  takes  a  few 
moments  of  sitting  with  the  children  and  families  to  realize 
that  something  intangible  occurs  in  these  spaces .  An 
overwhelming  sense  of  caring  for  these  children  and  a  profound 
respect  for  the  resilience  within  each  child  are  seen  over  and 
over  again  in  many  different  ways.  Although  cluttered,  the 
hallways  and  the  examination  rooms  are  filled  with  photos  of 
the  children  and  the  children's  hand-drawn  pictures.  People 
stop  whatever  they  are  doing  to  give  or  get  a  hug  from  the 
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children,  and  to  take  time  to  listen  about  the  latest  school 
adventure  or  a  new  pet  in  the  family. 

Families  learn  about  each  other  and  become  "friends"  in 
a  very  special  way  that  is  circumscribed  by  events  and  the 
clinic  or  hospital  surroundings.  They  share  in  the  joy  of 
good  news,  in  the  fear  when  their  children  come  off  treatment, 
and  in  the  grief  of  a  relapse  or  death.  Their  silent  language 
of  shared  understanding  is  so  well  communicated  that  words  are 
often  inconsequential. 

The  research  presented  here  focused  primarily  on  the 
parents  of  the  children.  The  story  would  not  be  complete, 
however,  without  recognizing  the  efforts  of  others.  For  many 
of  the  families,  help  comes  from  the  health  care  staff,  family 
members,  co-workers,  and  neighbors.  Perhaps  most  striking  was 
the  kind  assistance  I  saw  being  given  by  strangers  who  reached 
out  to  touch  the  lives  of  children  and  parents  with  whom  they 
had  never  met.  As  one  mother  described  the  support,  it  was 
"like  a  blanket  of  love  that  surrounds  you  and  protects  you 
from  what  you  are  going  through  at  the  time." 

I  have  been  a  pediatric  nurse  specializing  in  pediatric 
thanatology  for  18  years.  These  months  of  research  have,  once 
again,  filled  me  with  awe  and  wonder  of  the  human  spirit.  I 
watched  these  families  cope  with  incredible  circumstances  that 
made  me  shudder  at  times.  Yet,  they  maintained  a  sense  of 
humor  and  an  awareness  of  others,  and  they  survived  in  the 
truest  sense  of  the  word. 


Aims  of  the  Study 

My  research  was  motivated  by  these  questions:  Who 
provides  support  to  the  parents?  What  is  provided?  What  do 
parents  do  to  cope?  The  goal  was  to  understand  why  some 
parents  do  better  with  this  situation  than  do  others. 
Historically,  studies  on  coping  and  social  support  of  parents 
of  children  with  cancer  used  white  parents  for  subjects.  Yet 
the  pediatric  oncology  population  is  racially  and  culturally 
diverse.  This  research  compared  white  parents  to  African 
American  parents  in  a  effort  to  explicate  racial  and  cultural 
differences  in  families  experiencing  childhood  cancer. 

The  specific  aims  of  the  study  were  a)  to  describe  and 
understand  the  differences  for  African  American  and  white 
parents  in  the  experience  of  parenting  a  child  with  cancer, 
2)  to  understand  why  some  families  experiencing  childhood 
cancer  seem  to  have  more  social  support  than  others,  and  3)  to 
ask  whether  African  American  parents  experience  problems, 
based  on  race,  in  receiving  care  for  their  children. 

Research  Questions 

The  research  questions  were  as  follows: 
1)  Are  there  racial  or  gender  differences  in  the 
characteristics  of  the  social  networks  of  parents  of  children 
with  cancer? 


5 

2)  During  the  period  of  the  child's  illness,  how  do 
social  network  members  function  to  exacerbate  or  alleviate  the 
stress  of  having  a  child  with  cancer? 

3)  Are  certain  network  properties  associated  with  the 
perception  of  being  supported? 

4)  Are  certain  network  properties  associated  with  better 
or  worse  levels  of  psychological  symptoms? 

5)  How  much  support  is  given  to  parents  of  children  with 
cancer?   Does  this  vary  by  race  or  gender? 

6)  What  types  of  support  are  given  to  parents  of  children 
with  cancer? 

7)  Do  different  ways  of  coping  predict  better 
psychological  outcomes  for  these  parents? 

Theoretical  Framework 

Lazarus  and  Folkman's  (1984)  transactional  model  of 
stress,  appraisal,  and  coping  is  the  theoretical  base  of  the 
research.  Coping  is  examined  in  detail  and  is  tested  in  a 
theoretical  model  to  see  if  it  predicts  psychological  outcomes 
in  the  parents.  Coping  is  defined  as  "constantly  changing 
cognitive  and  behavioral  efforts  to  manage  specific  external 
and/or  internal  demands  that  are  appraised  as  taxing  or 
exceeding  the  resources  of  the  person  (Lazarus  &  Folkman  1984: 
141).  Coping  is  further  differentiated  into  problem-focused 
coping  and  emotion-focused  coping.  Problem-focused  coping  is 
defined  as  "coping  that  is  directed  at  managing  or  altering 
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the  problem  causing  the  distress,"  while  emotion- focused 
coping  is  "coping  that  is  directed  at  regulating  emotional 
response  to  the  problem"  (Lazarus  &  Folkman  1984:  150). 

A  conceptual  framework  built  on  the  stress,  appraisal, 
coping  model  of  Lazarus  and  Folkman  (1984)  guided  my  research 
questions  (see  Figure  1.1).  Personal  factors,  such  as  race, 
gender,  education,  marital  status,  and  social  network 
characteristics  combined  with  situational /environmental 
factors  (income,  total  amount  of  government  assistance 
received,  length  of  child's  illness,  and  social  support)  to 
influence  the  primary  appraisal  of  a  stressful  situation. 
Secondary  appraisal  was  thought  to  be  influenced  by  social 
support,  degree  of  perceived  control  over  the  stressful 
situation,  as  well  as  the  personal  and  situational  factors 
that  influenced  primary  appraisal.  Coping  behaviors  included 
emotion- focused  coping  and  problem- focused  coping.  An 
immediate  outcome  from  the  coping  process  was  the  perception 
of  satisfaction  with  the  outcome  of  the  stressful  event. 
Longer-term  psychological  outcomes  included  anxiety, 
depression,  somatization,  and  global  level  of  psychological 
symptomatology.  At  any  point  in  this  process,  feedback 
mechanisms  could  influence  prior  variables  in  the  model. 

This  study  also  tests  the  applicability  of  previous 
social  support  findings  for  African  American  families  in 
crisis.     It  compares   coping  across   racial   and  gender 
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categories.  In  addition,  it  examines  whether  racism  is  an 
additional  burden  to  African  American  families. 

Based  on  a  literature  review  and  two  pilot  studies 
conducted  prior  to  the  dissertation  (Williams  1992,  1993)  the 
following  hypotheses  guided  my  work: 

1)  In  situations  characterized  by  a  perceived  minimum  of 
control,  parents  who  use  emotion-focused  coping  strategies 
will  demonstrate  positive  adaptational  outcomes  (e.g.  lower 
levels  of  psychological  symptoms,  less  depression  and 
anxiety) ; 

2)  in  situations  characterized  by  a  perceived  sense  of 
control  or  changeability,  parents  who  use  problem- focused 
coping  will  demonstrate  positive  adaptational  outcomes; 

3)  social  network  characteristics  (e.g.  size,  density, 
length  of  time  members  have  known  one  another)  will  not 
predict  perception  of  support; 

4)  white  parents  will  define  support  primarily  as 
emotional  interactions; 

5)  African  American  parents  will  define  support  primarily 
as  instrumental  actions; 

6)  married  parents  will  perceive  and  receive  greater 
levels  of  support  than  single  parents,  irrespective  of  race; 

7)  parents  with  higher  incomes  and  education  will 
demonstrate  a  higher  level  of  perceived  support  and  will 
receive  greater  levels  of  enacted  support; 
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8)  higher  incomes  will  be  associated  with  larger  social 
networks ; 

9)  parents  with  lower  incomes  will  demonstrate  greater 
psychological  symptomatology,  with  single  poor  parents  having 
the  worst  adaptational  outcomes;  and 

10)  the  shared  experience  of  parenting  a  child  with 
cancer  will  diminish  racial  and  cultural  differences  between 
the  African  American  and  the  white  parents . 

Outline  and  Descriptions  of  Chapters 

The  dissertation  will  present  selected  aspects  of  the 
entire  research  process.  Research  findings  that  are  not 
presented  in  the  dissertation  will  be  completed  at  a  later 
date  in  the  form  of  manuscripts  submitted  for  publication.  As 
usual,  I  have  far  too  much  data  to  ever  include  in  one 
dissertation.  Although  much  of  the  dissertation  focuses  on 
the  quantitative  analyses  that  I  completed,  qualitative 
analyses  were  also  performed.  Whenever  appropriate,  the 
qualitative  material  will  be  combined  with  the  quantitative 
findings  for  better  illustration  of  a  point  or  concept. 
Verbatim  quotes  will  be  used  throughout  the  text  to  portray 
the  sentiments  of  the  informants  in  their  own  words.  Names, 
institutions  and  locations  will  be  disguised  as  needed  to 
preserve  the  confidentiality  of  the  informants. 

Chapters  2  through  4  review  pertinent  bodies  of  litera- 
ture.  Chapter  2  reviews  social  support,  Chapter  3  discusses 
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the  African  American  family,  and  Chapter  4  details  coping. 
Chapter  5  outlines  the  study  design  and  the  methods  that  I 
used.  Chapter  6  provides  demographic  information  on  the 
informants,  the  ill  children,  and  the  research  sites.  In 
addition,  information  pertaining  to  the  financial  status  of 
the  parents  is  presented,  as  finances  were  a  major  worry  for 
these  parents.  Chapter  7  presents  the  findings  related  to 
social  support  and  social  networks.  Support  is  defined 
emically  by  the  parents.  The  types  of  support  offered  to  the 
parents  are  discussed,  as  well  as  identifying  the  support 
providers.  Structural  aspects  of  the  social  networks  are 
detailed.  The  chapter  concludes  with  a  discussion  of  whether 
social  network  attributes  contributed  to  the  psychological 
outcomes  of  the  parents.  Chapter  8  focuses  on  coping.  It 
looks  at  which  coping  behaviors  are  used  to  manage  a 
particular  stressful  event  using  data  from  the  Ways  of  Coping 
Questionnaire  (Folkman  &  Lazarus  1988a).  For  the  sake  of 
brevity,  the  second  coping  instrument  used,  the  Coping  Health 
Inventory  for  Parents  (McCubbin  &  Thompson  1983),  will  not  be 
discussed  in  the  dissertation.  Data  regarding  whether  coping 
predicts  psychological  outcomes  will  be  presented  as  well  as 
the  results  of  multiple  regression  analyses  based  on  the 
conceptual  model.  Selected  social  network  variables,  demo- 
graphic variables,  social  support  variables,  and  coping 
variables  were  all  entered  into  the  conceptual  model.  Chap- 
ter 9  presents  the  results  of  whether  African  American  parents 
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perceived  racism  and  discrimination  as  problems  in  obtaining 
care  for  their  children.  Chapter  10  summarizes  the  major 
results  of  the  research.  Personal  insights  gleaned  from  the 
research  are  shared.  Each  research  question  and  study 
hypothesis  is  reviewed.  The  theoretical  base  of  the  research 
is  highlighted,  and  modifications  to  the  conceptual  model, 
based  on  the  findings,  are  discussed.  Lastly,  clinical 
interventions  and  lay  suggestions  for  offering  assistance  in 
this  type  of  situation  are  outlined.  Areas  for  future 
research  are  presented. 


CHAPTER  2 
SOCIAL  SUPPORT  AND  SOCIAL  NETWORKS 


The  experience  of  parenting  a  sick  child  can  be  likened 
to  riding  a  roller-coaster.  Throughout  the  time  of  the 
illness,  there  are  many  emotional  ups  and  downs  and  sharp 
corners  to  be  turned  without  knowing  what  lies  ahead.  How- 
ever, what  is  missing  in  this  simile  is  the  thrill  and  fun- 
seeking  aspects  that  one  normally  associates  with  riding  a 
roller-coaster.  The  events  and  experiences  that  cause  the  ups 
and  downs  differ  as  the  illness  progresses,  and  parents' 
abilities  to  withstand  the  tensions  alter  as  time  goes  by. 
But  unlike  riding  a  carnival  ride,  parents  can  not  simply  get 
up  and  leave  when  the  ride  is  finished.  The  course  of  the 
illness  varies  and  may  last  for  years,  requiring  combined 
modalities  of  treatments. 

Diagnosis  is  an  especially  frightening  time.  For  some 
families,  it  represents  the  first  time  their  child  has  been 
seriously  ill.  Some  parents  and  children  may  have  to  travel 
to  obtain  care  at  a  distant,  specialized  pediatric  oncology 
center.  In  an  amazingly  short  period  of  time,  parents  are 
asked  to  make  decisions  regarding  the  care  of  their  child,  and 
to  consent  to  treatment  protocols  that  appear  to  be  written  in 
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foreign  languages .  Hospital  routines  and  a  new  vocabulary  of 
medical  terms  and  abbreviations  must  be  learned. 

Hospital  and  clinic  bureaucracies  present  mazes  that,  at 
times,  entangle  parents  in  their  webs.  Parents  are  confronted 
with  answering  never-ending  lists  of  questions,  giving  medical 
histories  over  and  over  to  new  members  of  the  health  care 
team,  and  filling  out  piles  of  insurance  forms  and/or 
applications  for  much  needed  social  services .  Particularly 
during  the  first  year  of  treatment,  the  out-of-pocket 
financial  costs  may  exceed  the  family's  expected  budget.  Few 
health  care  professionals  remember  that  parents  are  expected 
to  perform  all  these  tasks  at  the  same  time  that  they  are 
exhausted  from  caring  for  their  child  and  worried  about  the 
short  and  long-term  consequences  of  their  child's  illness. 

For  many  children,  their  cancer  goes  into  remission  and 
the  stresses  alter  for  the  parents  and  children.  Although  the 
child  appears  to  be  much  healthier,  the  family  is  still 
confronted  with  unexpected  emergencies  and  must  plan  their 
daily  lives  around  a  series  of  in-patient  hospitalizations  and 
clinic  visits.  Whatever  was  deemed  as  "normal  daily  life"  is 
now  altered  due  to  the  child's  illness  and  treatment 
requirements .  New  ways  of  interacting  with  friends  and  family 
are  incorporated  so  that  the  immune  suppressed  child  is 
protected.  Sibling  needs  become  more  apparent  and  demand 
parental  attention.  Parents  must  deal  also  with  work 
responsibilities  that  often  were  ignored  during  the  initial 
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phases  of  the  illness.  Throughout  the  time  of  remission,  the 
fear  remains  that  the  child  has  relapsed,  and  the  disease  has 
returned . 

As  the  illness  trajectory  continues,  some  children  are 
cured,  some  remain  chronically  ill  for  years,  and  some 
children  die.  Each  scenario  has  its  own  stresses  and  demands, 
even  for  the  "cured"  child.  Years  go  by  and  parents  worry 
whether  the  cancer  will  eventually  return. 

Social  support  from  a  network  of  family,  friends, 
neighbors,  acquaintances,  and  sometimes  even  strangers  is 
thought  to  lessen  some  of  the  intensity  of  the  stress  in  this 
situation.  This  chapter  reviews  the  literature  on  social 
support  and  social  networks.  The  term  "social  support" 
encompasses  both  perceived  support  and  received  or  enacted 
support.  Perception  of  support  refers  to  the  belief  that 
support  is  available  if  needed,  as  compared  to  support  that  is 
actually  received.  Social  networks,  the  set  of  relationships 
from  which  the  support  is  provided,  are  also  discussed.  In 
addition,  the  literature  pertinent  to  support  for  parents  of 
ill  children,  especially  children  with  cancer,  is  highlighted. 

The  literature  on  social  support  is  vast  and,  at  times, 
unwieldy.  This  literature  review  concentrates  only  on  the 
aspects  of  support  that  are  most  relevant  to  my  research. 
Recent  literature  regarding  social  support  and  social  networks 
will  also  be  incorporated  into  the  discussion  sections  of  the 
results . 
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Social  Support 

Attempting  to  Define  Social  Support 

Social  support  is  a  complex  and  multi-dimensional  con- 
struct. It  has  been  studied  in  a  myriad  of  ways  to  determine 
types  of  support  provided,  categories  of  support  providers, 
mechanisms  by  which  support  protects  people  against  the 
negative  effects  of  stress,  and  even  what  the  best  definition 
is  for  support.  Bruhn  and  Philips  (1984:  152-53)  suggest  that 
environmental,  physical,  social,  interpersonal  and  cultural 
facets  of  social  support  should  be  considered  in  any 
definition  of  the  concept.  Classical  definitions,  such  as 
Caplan  (1974)  and  Cobb  (1976),  stress  the  affective  component 
of  support.  An  often  used  definition  of  social  support  notes 
that  it  consists  of  interpersonal  transactions  that  have  at 
least  one  of  three  characteristics:  affect,  affirmation,  and 
aid  (Kahn  &  Antonucci  1980).  Gottleib  and  Wagner  (1991:  166) 
stress  the  processual  nature  of  support  defining  it  as  "a 
social  process  that  is  shaped  by  the  commerce  occurring 
between  people  in  particular  relationships  who  are  attempting 
to  maintain  their  equilibrium  in  the  face  of  conditions  that 
are  personally  and  socially  destabilizing." 

Social  support  can  also  be  conceptualized  into  the 
dimensions  of  perception  of  support,  enacted  support,  and 
social  embeddedness  (Barrera  1986).  Barrera  notes  that  these 
concepts  were  only  mildly  related  and  should  be  treated  as 
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separate  components  of  the  construct  social  support.  He 
defines  social  embeddedness  as  " .  .  .  the  connections  that 
individuals  have  to  significant  others  in  their  social 
environments"  (p.  415);  perceived  support  as  the  "...  the 
cognitive  appraisal  of  being  reliably  connected  to  others" 
(p.  416);  and  enacted  support  as  ".  .  .  actions  that  others 
perform  when  they  render  assistance  to  a  focal  person" 
(p.  417)  (Barrera  1986).  I  am  modifying  Barrera's  concept  of 
social  embeddedness  for  this  research.  Consistent  with  the 
extant  literature,  I  refer  to  social  embeddedness  as  simply 
the  parents'  social  support  networks.  Social  networks  are 
viewed  as  the  source  from  which  social  support  arises. 

A  consistent  and  major  criticism  of  social  support 
research  is  the  absence  or  inadequate  conceptualization  and 
operationalization  of  the  construct  (Antonucci  &  Depner  1982; 
Brownell  &  Shumaker  1984;  Heller  &  Swindle  1983;  LaRocco, 
House  &  French  1980;  Ryan  &  Austin  1989;  Thoits  1982;  Wortman 
&  Dunkel-Schetter  1987).  Different  aspects  of  support  (i.e., 
enacted  support  and  perceived  support)  have  been  discussed  as 
if  they  were  equivalent  (Heller  &  Swindle  1983).  However, 
research  results  from  the  past  fifteen  years  demonstrate  that 
social  support  can  not  be  conceptualized  adequately  as  a  soli- 
tary dimension.  Critics  of  the  early  work  on  support  urged 
for  disaggregating  the  construct  into  separate  components, 
each  of  which  could  then  be  defined  clearly  and  operation- 
alized  (Rook  1984;  Lieberman  1986). 
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Reviewing  the  literature  on  social  support,  Wortman  and 
Dunkle-Schetter  (1987:  70-71)  suggest  that  support  can  be 
distinguished  into  the  following  types:  a)  expressing  agree- 
ment of  a  person's  beliefs,  b)  encouraging  open  expression  of 
feelings  and  beliefs,  c)  expressing  of  positive  affect, 
d)  offering  material  aid,  e)  offering  information  or  advice, 
f)  instrumental  assistance  with  tasks,  and  g)  acknowledging 
that  the  person  is  part  of  a  system  of  mutual  obligation  or 
reciprocal  help.  Dunkel-Schetter  and  Bennett  (1990)  urge  the 
differentiation  of  support  into  cognitive  and  behavioral 
aspects.  They  conceptualize  support  as  either  available  or 
activated.  Once  activated,  there  are  differences  in  the 
extent  to  which  people  seek  support,  the  need  or  desire  for 
support  in  certain  circumstances,  and  the  actual  receipt  of 
specific  types  of  support  from  particular  persons  (Dunkel- 
Schetter  &  Bennett  1990:  268). 

Support  has  been  measured  generally  in  two  ways: 
perceptual  appraisal  and  structural  network  measures  (Ryan  & 
Austin  1989)  .  Both  measurement  approaches  need  to  be  included 
in  research.  It  should  be  noted  that  support  changes  circum- 
stantially and  temporally  and  these  changes  can  cause  discre- 
pancies in  individual  answers  versus  objective  counts  of 
support  (Singer  &  Lord  1984).  The  relationship  between  the 
support  provider  and  the  support  recipient  and  how  this 
affects  the  outcome  of  the  stressful  situation  is  a  component 


18 
of  social  support  research  that  is  sorely  lacking  (Coyne  & 
DeLongis  1986)  . 

Social  Support  and  Psychological  Adaptation 

Since  Cassel's  (1974)  classic  paper  on  the  relationship 
between  stress  and  social  support,  researchers  have  been 
studying  if  and  how  social  support  protects  people  from  the 
effects  of  stress.  Numerous  papers  have  summarized  the 
beneficial  effects  of  support  in  a  variety  of  situations 
(Bloom  1982;  Broadhead  &  Kaplan  1991;  Brownell  &  Shumaker 
1984;  Dean  and  Lin  1977;  Lin,  Woelfel  &  Light  1985;  Wortman  & 
Dunkel-Schetter  1987).  Assuming  this  to  be  so,  the  center- 
piece of  prevention  and  intervention  programs  has  been  to 
strengthen  systems  of  social  support  to  enhance  human 
adaptation  in  a  variety  of  circumstances.  Whether  or  not 
social  support  is  consequential  for  mental  health  in  any 
causal  sense  is  now  being  questioned  (Coyne  &  DeLongis  1986: 
454).  While  well-being  may  be  tied  to  supportive  relation- 
ships, the  linkages  are  thought  to  be  complex,  reciprocal,  and 
contingent.  The  contextual  situations  that  govern  the 
relationship  between  perception  of  support  and  its  supposed 
adaptational  consequences  need  attention  (Coyne  &  DeLongis 
1986)  . 
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Social  Exchange  Theory 

Aspects  of  social  support  can  be  conceptualized  using 
social  exchange  theory.  This  theory  stresses  the  mutual 
interdependency  of  people  and  proposes  that  one  strives  to 
maintain  equity  of  exchanges  in  relationships  (Blau  1964; 
Chadwick-Jones  1976;  Gouldner  1960).  Although  equity  is 
desired,  there  is  a  tendency  toward  imbalance  (Chadwick-Jones 
1976).  Inequitable  relationships  over  time  will  cause 
distress,  and  individuals  will  seek  to  restore  equity  in 
unbalanced  relationships.  Both  the  overbenef itted  and  the 
underbenefitted  will  feel  stress  (Stewart  1989;  Tilden  & 
Galyen  1987) . 

While  this  theory  may  have  some  applicability  in  studying 
social  support  exchanges,  there  are  additional  considerations 
that  need  to  be  examined.  The  costs  of  receiving  assistance 
need  to  be  studied  in  closer  detail.  As  well,  the  desire  for 
equitable  exchange  may  be  differentiated  on  the  basis  of  the 
type  of  social  relationship,  the  timing  of  the  assistance, 
and/or  the  specific  type  of  assistance  given  (Rook  1987). 
Much  of  this  work  has  been  done  in  experimental  laboratory 
settings  and  needs  to  be  tested  in  field  settings  (Antonucci 
&  Jackson  1990).  How  reciprocity  operates  within  the  context 
of  specific  situation  needs  to  be  further  studied. 
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Negative  Aspects  of  Social  Support 

Confounding  the  problem  of  inadequate  conceptualization 
has  been  the  implicit  understanding  that  social  support  is,  by 
its  very  nature,  "good"  or  positive  (Coyne  &  DeLongis  1986; 
Coyne,  Wortman  &  Lehman  1988;  Rook  1984;  Wellman  1981;  Wortman 
&  Dunkel-Schetter  1987).  Quantity  of  contact  with  others  has 
been  equated  with  high  levels  of  social  support,  yet  few 
studies  look  at  the  problems  found  in  such  contacts  (Rook 
1984).  By  focusing  solely  on  the  positive  aspects  of 
relationships,  the  negative  elements  of  support  and  the 
uncertain  and/or  unsuccessful  attempts  to  obtain  support  have 
been  overlooked. 

In  order  for  social  support  to  be  effective,  it  must  meet 
the  needs  of  the  support  recipient  by  decreasing  the  demands 
placed  on  the  recipient,  increasing  resources  or  altering  the 
consequences  of  failing  to  manage  such  demands  (Woods,  Yates, 
&  Primomo  1989).  Recent  findings  indicate  that  "supportive" 
interactions  can  result  in  significant  stress  and  problems 
concurrently  with  providing  much  needed  assistance  (Cramer, 
Riley  &  Kiger  1991;  Fisher  et  al .  1988;  Tilden  &  Galyen  1987; 
Wellman  1981;  Wortman  &  Dunkel-Schetter  1987).  Problematic 
areas  include  a)  differing  perceptions  of  efficacy  between  the 
provider  and  the  recipient,  b)  availability  of  social  network 
members  during  a  crisis,  c)  level  of  satisfaction  (adequacy) 
with  received  support,  and  d)  activation  of  support,  the 
extent  to  which  support  is  desired,  needed,   sought,  or 
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received  (Bloom  1982;  Wortman  &  Dunkel-Schetter  1987).  Social 
support  can  be  seen  as  unhelpful  when  it  serves  to  undermine 
self-esteem  (Stewart  1989).  In  addition,  the  process  of 
support  is  affected  by  contingencies  that  arise  during  the 
stressful  event  that  precipitated  the  need  for  support.  These 
contingencies  include  a)  the  amount  of  distress  communicated; 
b)  the  nature  of  the  topic  and  the  help  expected;  c)  both 
parties'  responses  to  the  stressor;  d)  and  the  restraints  that 
each  person's  coping  strategies  place  on  the  other's  receipt 
of  support  (Gottleib  &  Wagner  1991:171). 

Reciprocity  and  Social  Support 

Reciprocity  involves  the  processes  of  giving,  receiving, 
and  repaying.  Giving  and  receiving  are  essential  elements  of 
social  support.  In  everyday  social  relationships  reciprocity 
plays  an  important  role  by  balancing  obligations  among  members 
of  social  groups.  Relationships  characterized  by  either 
excessive  giving  or  receiving  (i.e.,  the  situation  of  the 
parents  of  ill  children)  can  be  detrimental  to  the  support 
process  ( Ingersoll-Dayton  &  Antonucci  1988). 

Wentowski  (1981)  studied  exchanges  among  older  people  and 
found  that  the  nature  of  the  relationship  was  more  important 
than  age.   Both  equivalency  of  exchange  and  time  of  exchange 
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were  important  factors.  She  also  delineated  types  of  recipro- 
city: immediate,  deferred,  and  generalized.  Superficial 
relationships  used  stricter  rules  of  exchange  and  expected  the 


22 
return  of  equivalent  gifts  in  a  shorter  period  of  time. 
Intimate  and  longer  term  relationships  allowed  for  non- 
equivalent  exchanges  over  a  longer  span  of  time.  Wentowski's 
work  did  not  ask  what  happened  if  the  recipient  was  unable  to 
return  the  assistance. 

Similarly,  Clark  (1984)  distinguished  social  relation- 
ships as  either  communal  or  exchange  relationships.  Communal 
relationships  are  closer  relationships  that  have  an  implicit 
assumption  that  the  parties  in  the  relationship  will  be 
responsive  to  each  other's  needs  in  a  general  way.  Exchange 
relationships  are  based  on  a  pragmatic  relationship  in  which 
assistance  is  offered  in  response  to  specific  benefits 
received. 

Bruhn  and  Philips  (1984:  155)  hypothesize  that  the 
relationship  between  a  person's  level  of  functioning  and  the 
social  support  received  is  related  to  the  degree  to  which  the 
individual  reciprocates  social  support.  If  support  recipients 
feel  that  they  are  unable  to  return  the  benefit  then  social 
relationships  can  become  strained.  Perhaps  more  importantly, 
those  in  need  of  help  may  then  be  unwilling  to  seek  help  or 
accept  offered  support  (Antonucci  &  Israel  1986;  Stewart  1989; 
Woods,  Yates,  &  Primomo  1989). 

There  are  some  gaps  in  the  conceptualization  of 
reciprocal  relationships  when  one  considers  a  crisis 
situation,  such  as  parenting  a  child  with  cancer.  First,  it 
is  not  solely  a  dyadic  exchange.   As  noted  before,  it  may 
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involve  both  kin  and  non-kin,  as  well  as  others  outside  the 
social  network.  Patterns  of  exchange  occur  that  reflect  both 
communal  and  exchange  relationships.  Therefore,  long  held 
expectations  about  the  balance  of  support  over  a  life-time  in 
intimate  relationships  are  pertinent  to  only  some  of  the 
support  providers . 

Support  is  an  interactional  process  and  recipients  simply 
do  not  passively  accept  such  assistance.  But  as  Silver, 
Wortman,  and  Crofton  (1990:  398)  note,  little  attention  has 
been  paid  to  the  recipient  variable  that  may  influence  the 
provision  of  support.  Rarely  has  the  recipient  been  asked  if 
they  feel  a  need  to  reciprocate,  and,  if  so,  how  would  they  do 
that? 

Reciprocity  is  difficult,  if  not  impossible,  to  practice 
in  the  situation  of  parenting  a  seriously  ill  child.  The  time 
demands  created  by  the  illness  and  treatments  are  immense. 
Most  parents  have  conflicting  pressures  between  managing  the 
illness  and  managing  work  responsibilities .  Emotionally,  many 
parents  talk  about  being  depleted  of  any  extra  energy  with 
which  they  could  do  other  things.  In  addition,  siblings 
frequently  require  special  assistance  during  this  time. 

Relationship  Between  Social  Support  and  Social  Networks 

The  source  from  which  support  is  provided,  i.e.,  the 
social  network,  is  important  in  understanding  how  social 
support  operates.  Analysis  of  social  network  ties  may  be  used 
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to  describe  characteristics  and  variables  that  constitute  the 
opportunity  for  social  support  (Bloom  1982;  Israel  1982; 
Maxwell  1982) . 

Social  Networks 

Social  support  does  not  occur  as  an  isolated  entity  but 
rather  it  is  derived  from  relations  with  members  of  one's 
social  network.  Social  networks  are  a  series  of  ties  or 
social  connections  between  individuals  that  vary  in  terms  of 
structure  and  function  (Heller  &  Swindle  1983;  Mitchell  1986). 
Theoretically,  social  networks  are  representative  of  social 
structure  and  the  web  of  ties  of  different  sorts  can  link 
people  throughout  society,  however  remotely  (Mitchell  1986). 
It  is  important  to  remember  that  social  network  boundaries  are 
not  fixed  and  static  but,  rather,  fluid  in  response  to  situ- 
ational contexts,  perceptions  of  one's  social  relationships, 
and  even  geographical  distances  and  time  (Jacobsen  1986).  How 
the  alteration  of  such  boundaries  affect  the  provision  and 
receipt  of  support  needs  to  be  examined. 

For  the  purpose  of  this  research  I  concentrated  on  a 
subset  of  the  parent's  total  social  network.  The  network  has 
been  defined  narrowly  as  a  personal  (ego-centered)  social 
support  network.  The  network  represents  the  ties  between  the 
parents  of  children  with  cancer  and  the  individuals  whom  the 
parents  identified  as  being  helpful  or  important  to  them 
during  the  course  of  their  child's  illness. 
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Social  network  analysis  has  emerged  from  the  study  of 
sociometric  analysis,  British  "Structural-Functionalism, "  and 
crisis  theory  (Moos  &  Mitchell  1982).  Network  analysts  study 
social  structure  by  analyzing  patterns  of  ties  linking  its 
members  and  describing  how  these  patterns  influence  or 
constrain  social  behavior  (Mitchell  1969a;  Wellman  1985).  The 
emphasis  of  study  is  on  examining  the  concept  of  ties  linking 
nodes  (i.e.,  persons,  groups,  organizations),  the  properties 
of  such  ties  (density,  dispersion,  content,  duration,  etc.), 
and  how  resources  flow  across  ties.  Individual  charac- 
teristics of  persons  (such  as  the  ability  to  ask  for  help, 
degree  of  empathy,  feelings  of  fear)  may  affect  the  flow  of 
resources.  Culturally  specific  beliefs  and  values  also  shape 
how  resources  are  given  and  received  within  a  network.  How  a 
network  is  defined  (i.e.,  who  is  included  in  the  network)  may 
also  be  shaped  by  cultural  beliefs  (Jacobsen  1986). 

Differences  in  the  features  of  social  networks  have  been 
described  as  having  structural,  functional  and  interactional 
characteristics  (Rounds  &  Israel  1985).  Functional  charac- 
teristics may  include  access  to  social  contacts,  maintenance 
of  social  identity,  and  the  provision  of  affective,  affirma- 
tional,  and  material  aid  (Rounds  &  Israel  1985).  Structural 
components  are  size  or  range,  network  density,  and  degree  of 
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connection.    Intensity,  durability,  multi-dimensionality, 
directedness   and   reciprocity,   relationship   diversity, 
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dispersion,  frequency  and  homogenicity  describe  the  interac 
tional  elements  (Mitchell  &  Trickett  1980). 

Network  Research  Findings 

The  studies  of  social  support  and  social  networks  are 
closely  interwoven  in  the  research  literature.  For  a  person 
experiencing  stress,  the  existence  and  use  of  a  social  network 
hedges  against  the  collapse  of  a  single  relationship.  In 
addition,  network  members  can  offer  consensual  information  and 
validation  (Gottleib  1988).  Networks  that  are  diverse  in 
nature  and  capable  of  providing  multi-faceted  support  appear 
to  enhance  perception  of  support  and  social  adaptation  in 
various  situations. 

Personal  Networks 

Wellman  (1985)  studied  a  large  community  sample  of 
working-class  adults  to  discern  the  kinds  of  supportive 
resources  flowing  through  a  naturally  occurring  sample  of  ties 
and  networks.  His  data  showed  a  complex,  multi-dimensional 
array  of  specific  resource  transfers  with  the  most  common 
categories  of  support  being  companionship,  emotional  aid  and 
small  services.  The  complex  ties  and  resource  transfers 
suggested  variation  in  the  type,  extent,  and  breadth  of  social 
support  available. 

Fisher  et  al .  (1988)  reviewed  the  literature  and  found 
that  studies  indicate  that  family  members  are  chosen  for 
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longer-term  serious  problems,  while  friends  are  chosen  for 
short-term  everyday  problems .  Friends  may  be  seen  as 
supplemental  to  the  family,  but  not  as  a  substitute.  Other 
data  suggest  that  one  source  of  support  does  not  compensate 
for  another  that  is  lacking  (Coyne  &  DeLongis  1986). 

In  an  intensive  ethnographic  analysis  of  unmarried 
teen  mothers,  the  better  adapted  teens  displayed  a  more 
differentiated  view  of  their  social  networks'  taxonomic 
structure  and  perceived  network  members  as  more  diverse  in 
their  capacity  to  offer  various  types  of  support.  The  results 
also  suggested  that  support  was  best  received  from  network 
members  who  are  perceived  to  be  permanent  and  enduring 
components  of  their  social  world  (Boyce,  Kay,  &  Uitti  88). 

Geographical  Distances  From  Networks 

Sociological  studies  focused  on  the  question  of  urban 
isolation  have  demonstrated  that  due  to  communication  and 
transportation  advances,  urbanites  are  embedded  in  networks  of 
supportive  others  that  fall  disproportionately  outside 
boundaries  of  the  immediate  neighborhoods  (Fischer  1982; 
Wellman  1979).  Significant  others  may  be  a  component  of 
personal  networks  and  yet  live  away  from  the  contact  person. 
While  this  paper  is  not  a  study  of  urbanites,  an  understanding 
of  environmental  determinants  of  networks  can  assist  in 
interpreting  whether  geographical  isolation  from  a  network 
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(such  as  being  away  from  home  in  the  hospital)  affects  network 
response. 

Density  of  Networks 

Findings  regarding  density  appear  to  be  situation- 
specific,  and  somewhat  contradictory.  Some  argue  that  dense 
networks  are  able  to  offer  emotional  support  to  a  person  in 
distress  (Simmons  1994).  For  example,  in  family  crises 
involving  death  of  a  parent,  children  cope  better  in  high- 
density,  close  networks  (Hammer  1981).  Contrasting  this, 
Granovetter  (1973)  notes  that  weak  ties  may  be  more  useful  in 
situations  where  linkages  are  needed  outside  the  primary 
group,  such  as  moving  or  job-seeking.  Hirsch  (1980)  studied 
the  adjustment  of  women  in  college  and  has  found  that  dense 
networks  were  significantly  related  to  greater  symptomatology, 
poorer  mood,  and  lower  self-esteem. 

A  series  of  studies  was  recently  completed  that  compared 
parents  of  handicapped  or  chronically  ill  children  to  parents 
of  healthy  children  (Kazak  1987a;  Kazak  &  Marvin  1984;  Kazak, 
Reber,  &  Carter  1988).  Personal  stress,  marital  satisfaction, 
and  network  size  and  density  were  compared  across  sets  of 
parents.  Stress  was  consistently  found  to  be  higher  in  the 
parents  of  handicapped  children,  especially  for  the  mothers. 
Mothers  of  handicapped  *  children  were  found  to  have  higher 
density  measures  of  their  social  networks,  but  when  compared 
statistically,  there  were  few  significant  differences  between 
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groups  with  regard  to  the  size  and  density  of  the  parent 
networks.  However,  for  both  sets  of  parents,  larger,  less 
dense  networks  were  associated  with  decreased  experiences  of 
psychological  distress,  particularly  for  the  mothers.  How- 
ever, the  causal  direction  of  this  relationship  is  not  known. 
While  these  studies  did  not  focus  on  the  experience  of  child- 
hood cancer,  hypothetic ally  these  findings  are  applicable  to 
the  issue  of  dealing  with  chronic  illness,  such  as  cancer. 

The  last  section  of  this  chapter  focuses  on  the  role  of 
social  support  and  social  networks  for  parents  of  children 
with  cancer.  Although  there  is  a  vast  array  of  literature 
pertaining  to  social  support  and  adult  cancer  patients  it  will 
not  be  reviewed  here.  The  support  issues  pertinent  to  adults 
experiencing  cancer  are  vastly  different  from  the  issues 
confronting  parents  of  children  with  cancer. 

Social  Support,  Social  Networks  and  Cancer 

There  is  ample  documentation  of  the  turmoil  and  suffering 
experienced  by  a  family  when  a  child  has  been  diagnosed  with 
cancer  (Bakke  &  Pomietto  1986;  Binger  et  al.  1969;  Chesler  & 
Barbarin  1984,  1987;  Fife,  Norton,  &  Groom  1987;  Futterman  & 
Hoffman  1973;  Moore,  Kramer,  &  Perin  1986).  Social  support  is 
just  one  component  of  people's  lives  (Jacobsen  1986)  but  there 
is  broad  agreement  that  social  support  is  important  in  coping 
with  this  turmoil  and  suffering. 
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There  has  been  limited  attention  to  the  role  of  support 
for  pediatric  oncology  patients  and  their  families,  as 
compared  with  studies  of  adult  patients  with  cancer. 
Perception  of  adequacy  of  support  and  satisfaction  with 
support  has  not  been  discussed  (Hamlett,  Pellegrini,  &  Katz 
1992:  36).  Findings  indicate  that  support  plays  a  role  in 
mitigating  the  stress  of  childhood  cancer,  although  the 
studies  suffer  from  a  lack  of  attention  to  the  social  networks 
or  other  factors  that  might  influence  how  support  works  (Fife, 
Norton,  &  Groom  1987;  Lynam  1987;  Magni  et  al.  1986;  McCubbin 
et  al.  1983) . 

The  Role  of  Social  Support  in  Parenting  an  111  Child 

As  described  previously,  serious  childhood  illnesses, 
such  as  cancer,  pose  multiple  cognitive,  emotional,  and 
physical  demands  on  the  entire  family.  Families  cope  not  only 
with  the  stress  of  caring  for  their  ill  child,  but  also  with 
life  events  such  as  illnesses/hospitalizations  of  other  family 
members,  occupational  changes,  financial  concerns,  moving, 
planning  vacations,  and  deaths  of  other  ill  children  or  family 
members  (Kalnins,  Churchill,  &  Terry  1980). 

In  response  to  this  situation,  members  of  the  parent's 
social  networks  offer  assistance.  Networks  expand  to  include 
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strangers  and  communities  who  become  involved  in  making  the 
life  of  the  family  easier  in  a  myriad  of  ways.  In  fact, 
family  growth  and  survival  during  the  period  of  treatment  may 
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be  determined  by  the  family's  abilities  to  mobilize  and 
maintain  their  resources  (Thoma,  Hockenberry-Eaton,  &  Kemp 
1993). 

Social  support,  both  perceived  and  actual,  is  thus  seen 
as  an  important  coping  resource  for  the  parents  (Huang  1991- 
1992;  Tunali  &  Power  1993).  Parents  seek  support  from  a 
variety  of  sources  and  employ  a  broad  range  of  coping  stra- 
tegies to  deal  with  childhood  cancer  (Chesler,  Barbarin,  & 
Lebo-Stein,  1984).  Psychosocial  adjustment  in  parents  has 
been  positively  correlated  with  the  amount  of  support  received 
(Morrow,  Hoagland,  &  Morse  1982).  Kazak  and  Marvin  (1984) 
suggest  that  informal  sources  of  support  are  more  critical  to 
family  well-being  than  are  formal  sources  of  support.  Find- 
ings from  other  studies  indicate  that  spouses,  the  medical 
community,  and  other  parents  from  self-help  groups  are 
valuable  sources  of  support  (Barbarin,  Hughes,  &  Chesler  1985; 
Lynam  1987;  Morrow,  Hoagland,  &  Morse  1982). 

Chesler  and  Barbarin  (1984)  note  that  parents'  abilities 
to  identify  their  need  for  help  correlates  positively  with 
success  in  receiving  help.  Families  with  higher  socioeconomic 
status  (SES)  used  friends  for  support,  while  families  with 
lower  SES  used  health  professionals.  Other  factors 
influencing  family  adjustment  to  childhood  illness  include 
economic  resources,  family  communication  patterns,  marital 
adjustment,  access  to  medical  care,  and  parental  perceptions 
of  the  child's  illness  (Clements,  Copeland,  &  Loftus  1990). 
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Perceived  social  support  continues  to  have  a  positive 
effect  for  parents  of  childhood  cancer  survivors.  Parents 
experiencing  low  levels  of  perceived  social  support  were 
significantly  more  depressed  and  anxious  than  parents  of 
healthy  children  in  one  study.  For  mothers,  the  generalized 
perception  of  support  is  most  important  to  psychological  well- 
being.  For  fathers,  a  combination  of  the  specific  support 
offered  by  marriage  and  the  generalized  perception  of  social 
support  is  most  conducive  to  well-being  (Speechley  &  Noh  1992: 
19). 

This  chapter  examines  the  role  that  social  support  plays 
in  helping  families  deal  with  the  experience  of  childhood 
cancer.  It  questions  whether  social  support  and  assistance 
are  always  helpful  processes.  It  delineates  the  differences 
between  social  support  and  social  networks,  and  concludes  with 
a  review  of  social  support  specific  to  parents  of  ill 
children.  The  next  chapter  reviews  the  African  American 
family,  paying  particular  attention  to  the  role  of  support  in 
these  families. 


CHAPTER  3 
AFRICAN  AMERICAN  FAMILIES 


The  subject  of  the  African  American  family  has 
received  tremendous  attention  during  the  past  six  decades. 
Various  theoretical  paradigms  have  argued  the  origins  and 
variability  of  the  African  American  family.  Some  writers  said 
that  the  African  American  family  evolved  into  a  unique 
cultural  form  as  a  response  to  racism,  while  others  argued 
whether  the  African  American  family  was  a  pathological 
institution.  Still  others  argued  whether  the  African  American 
family  was  a  variant  on  the  white  family. 

The  literature  remains  weak  in  some  areas  regarding  the 
study  of  African  American  families.  In-depth  ethnographies  of 
African  American  families  have  not  been  written  since  the 
1970s  (e.g.,  Aschenbrenner  1975;  Stack  1974).  Recently,  a  few 
large,  randomized  studies  have  been  completed  which  examine 
diverse  phenomena  affecting  African  American  family  life 
(Taylor,  Chatters,  &  May  1988;  Taylor  1990).  It  is  not  known 
whether  contemporary  societal  conditions  have  overwhelmed  the 
African  American  family  to  the  point  that  years  of  tradition 
of  extended  assistance  npw  fall  short.  Are  problems  so  severe 
now  that  available  help  has  been  depleted?  If  so,  what 
happens  when  a  catastrophic  event,  such  as  childhood  cancer, 
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faces  a  family?  To  whom  do  they  turn?  Is  there  a  difference 
between  African  American  and  white  families  facing  this  issue? 

I  argue  in  this  chapter  that  the  African  American  family 
survives  as  a  viable  institution  with  its  own  norms  and  expec- 
tations. Family  structure  and  the  family's  ability  to  provide 
assistance  have  altered  in  the  face  of  years  of  racism,  denied 
social  and  economic  opportunities,  and  a  deteriorating  social 
environment  affecting  both  the  dominant  white  culture  and  the 
African  American  culture. 

This  chapter  examines  the  African  American  family  from  a 
variety  of  perspectives.  The  literature  on  the  African  Amer- 
ican family  is  voluminous.   The  chapter  concentrates  on  those 
topics  most  relevant  to  the  dissertation  research.   First,  it 
is  necessary  to  determine  historically  the  social  forces  that 
shaped  the  family  organization  before  one  can  question  the 
viability  of  the  family.    Therefore,  the  history  of  the 
African  American  family  as  an  institution  from  slavery  to 
modern  times  is  briefly  described.   Major  theoretical  para- 
digms are  discussed  regarding  the  structure  and  viability  of 
African  American  family  life.   The  final  section  of  the  paper 
focuses  on  African  American  family  social  network  research. 
Extended  family  support  is  seen  as  a  strength  of  the  African 
American  family.  Extant  literature  is  reviewed  regarding  how 
and  if  social  support  is  received  from  members  of  the  extended 
African  American  family  and  others.   Intra-cultural  variation 
regarding   social   support   and  characteristics   of   social 
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networks  for  both  African  American  and  for  white  families  is 
a  crucial  component  of  the  dissertation. 

Historical  Review  of  the  Social  Forces  Shaping 
the  African  American  Family 

The  Period  Of  Slavery 

Slavery  challenged  the  resilience  of  both  individuals  and 
families.  Individuals  suffered  multiple  losses  .  .  .  loss  of 
a  homeland,  customs,  and  emotional  attachments  to  the  land  and 
to  people  left  behind;  loss  of  freedom  and  dignity;  and,  for 
some,  loss  of  life. 

Scholastic  arguments  developed  regarding  how  African 
American  men,  women,  and  families  responded  to  the  conditions 
of  slavery.  A  prominent  argument  stated  that  the  demise  and 
disorganization  of  the  African  American  family  began  in  the 
wretched  conditions  of  slavery.  Families  disbanded;  sexual 
mores  did  not  exist;  and  women  ruled  the  slave  family  with 
little  need  for  or  regard  to  the  slave  man.  Proponents  of 
this  argument  held  that  slavery  was  the  first  step  in  a  long 
process  of  family  disintegration  (Frazier  1939;  Harris  1979). 

Not  only  did  slavery  destroy  the  family,  according  to 
this  argument,  slavery  also  served  to  strip  African  American 
families  of  all  their  cultural  heritage  and  customs.  Frazier 
(1939)  argued  that  enslavement  erased  any  perpetuation  of 
African  kinship  and  family  relations.  Conditions  of  life  in 
America  destroyed  the  significance  of  an  African  heritage,  and 
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new  habits  and  attitudes  formed  to  meet  the  new  situations 
(Frazier  1957).  Family  life  during  slavery  was  portrayed  as 
non-existent  due  to  the  selling  of  children,  the  separation  of 
kin  as  slaves  arrived  in  America,  and  the  emasculation  of  the 
African  American  male.  The  African  American  woman  was  seen  as 
the  most  dependable  and  most  important  member  of  the  family. 
Frazier 's  description  of  slave  life  was  harsh  and  focused 
attention  and  blame  on  the  slaves.  He  described  a  loss  of 
morals  and  wanton  sexual  behavior  of  the  slaves,  particularly 
men. 

Contrasting  the  belief  that  slavery  eroded  the  family, 
others  argued  that  the  family  as  an  institution  survived. 
Family  life  was  important;  attachment  between  slaves  was  real; 
and  thousands  of  slaves  fled  in  search  of  missing  family 
members  (Franklin  1988a).  Gutman  (1976)  destroyed  the  myth  of 
the  dissolution  of  the  African  American  family  during  slavery. 
He  studied  records  from  enslaved  African  Americans,  their 
children  and  grandchildren,  and  showed  how  they  adapted  to 
enslavement  by  developing  distinctive  domestic  arrangements 
and  kin  networks .  Those  networks  fostered  a  new  Afro-American 
culture. 

Using  census  data  from  various  cities  (1880-1925),  Gutman 
demonstrated  most  African  Americans  lived  in  nuclear  families, 
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regardless  of  social  class,  and  that  the  two-parent  family  was 
the  dominant  form.  He  further  argued  that  current  family  and 
kinship  patterns  originated  during  slavery,  and  that  these 
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practices  reflected  an  African  heritage.  Slave  conceptions 
regarding  marital,  familial,  and  kin  obligations  were  passed 
from  generation  to  generation  by  slaves  in  marriages  of  long 
duration.  Extended  kin  networks  revealed  one  aspect  of  the 
adaptive  capacities  of  the  slaves  and  their  offspring.  This 
study  was  critically  important  in  addressing  the  question  of 
whether  the  institution  of  the  African  American  family  had 
survived . 

African  Influence 

According  to  many  authors,  African  heritage  played  a 
prominent  role  in  the  survival  and  adaptation  of  the  African 
American  family  during  slavery  and  afterward  as  well  (Foster 
1983;  Herskovits  1958;  Martin  &  Martin  1985;  Sudarkasa  1988). 
However,  this  view  is  not  universally  accepted.   In  the  1957 
revision  of  Frazier's  book  (1939),  he  continued  to  espouse 
that  it  was  difficult  to  establish  any  factual  linkage  between 
the  African  family  system  and  the  African  American  family. 
More  recently,  Martin  &  Martin  (1985)  said  that  the  brutality 
of  slavery  was,  in  itself,  a  force  against  the  perpetuation  of 
former  cultural  traits.   African  slaves  came  from  diverse 
tribal  backgrounds  and  did  not  share  a  common  language.  Slave 
masters  fought  against  the  retention  of  cultural  traits,  and 
mere  survival,  at  times,* forced  slaves  to  forego  their  efforts 
to  maintain  their  culture. 
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Yet,  in  spite  of  the  forces  that  militated  against 
retaining  African  traditions,  aspects  of  slavery  worked  to 
foster  humanistic  values  and  patterns  of  assistance  (Martin  & 
Martin  1985).  Helping  traditions  were  deeply  rooted  in 
African  culture,  and  non-institutionalized  aspects  of  culture 
were  maintained  more  easily  than  other  cultural  ways.  The 
slave  system  demanded  cooperation  to  ensure  survival.  Slaves 
established  their  own  community  structures  in  the  slave 
quarters  during  the  few  hours  when  they  were  not  working  for 
the  masters.  Leaders  arose  and  attempted  to  maintain  the 
spirit  of  life  as  previously  known  in  Africa.  In  short, 
oppression  led  to  patterns  of  assistance  necessary  for  day-to- 
day existence  (McCray  1980). 

DuBois  (1908)  was  the  first  scholar  to  urge  the  study  of 
the  African  American  American  family  against  the  background  of 
its  African  origins  (Sudarkasa  1988).  African  cultural 
traditions  that  were  carried  to  America  and  transformed  by 
subsequent  years  of  slavery  and  oppression  included  fictive 
kin,  extended  family  networks,  marriage  rules  and  rituals, 
consanguineal  kin  groupings,  husband-wife  relations  with 
complementary  and  egalitarian  roles,  patterns  of  respect  and 
deference,  socialization  practices,  and  corporate  identity 
(Foster  1983;  Martin  &  Martin  1985;  Rodgers-Rose  1980; 
Sudarkasa  1988) . 

Although  enslaved  Africans  came  from  different  West 
African  tribal  groups,  some  features  of  kinship  organization 
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and  social  institutions  were  commonly  held  (Sudarkasa  1988). 
Patriarchy  and  polygyny  figured  prominently  in  African  life, 
and  an  individual  could  not  place  his  or  her  personal 
interests  above  those  of  the  group.  In  many  groups,  lineage 
membership  was  passed  through  women  and  women  held  important 
instrumental  and  economic  roles,  particularly  in  regards  to 
bearing  and  raising  children.1  The  universality  of  African 
practices,  values,  and  institutional  arrangements  aided 
American  slaves  in  establishing  family  organization  during 
slavery  (Foster  1983;  Sudarkasa  1988).  The  African  principles 
of  respect,  restraint,  responsibility,  reciprocity,  and  a 
commitment  to  the  collectivity  provided  a  basis  from  which 
African  Americans  would  establish  extended  family  networks 
during  slavery.  The  specific  forms  the  networks  took 
reflected  the  political  and  economic  circumstances  of  the 
enslaved  populations,  as  well  as  the  influence  of  European- 
derived  institutions  (Sudarkasa  1988). 

Emancipation  Through  the  Early  Twentieth  Century 

The  Civil  War  and  Reconstruction  presented  new  problems 
and  challenges  for  the  African  American  family.2  Free  African 
Americans  assisted  in  the  freedom  fight  for  others  by  their 


^or  more  in-depth  discussions  of  African  practices  and 
their  integration  into  African  American  life,  see  Foster 
(1983)  and  Sudarkasa  (1986). 

2For  a  historical  review  of  African  American  life  in 
American  society,  see  Franklin  and  Moss  (1988). 
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efforts  in  the  Underground  Railroad.  Kin  consciousness 
extended  to  racial  consciousness  with  the  awareness  of  the 
plight  of  all  African  Americans.  Free  African  Americans 
normalized  the  natural  helping  traditions  of  the  slaves 
(extended  family  and  fictive  kin)  establishing  churches, 
benevolent  societies,  fraternal  orders,  and  schools  (Franklin 
&  Moss  1988;  Martin  &  Martin  1985). 

The  resiliency  of  African  American  families  was  shown 
through  their  efforts  during  Reconstruction  to  unite  with  lost 
family  members,  to  establish  legitimate  marriages  with  legal 
marriage  contracts,  and  to  foster  and  adopt  orphaned  African 
American  children  (Franklin  &  Moss  1988;  Gutman  1976). 
Sharecropping  perpetuated  poverty.  Though  mired  in  debt, 
subsequent  generations  were  tied  to  family  land,  and  forced  to 
depend  on  relatives  for  survival  (Martin  &  Martin  1985; 
Rodgers-Rose  1980). 

Sweeping  social  changes  occurred  at  the  turn  of  the 
century  with  the  transition  from  agriculture  to  urban  indus- 
trialism. European  peasant  immigrants  competed  for  jobs;  the 
Great  Depression  hit;  and,  hoping  to  find  better  oppor- 
tunities ,  southern  African  Americans  migrated  by  the  thousands 
to  the  northern  urban  centers . 

The  agrarian  system  of  the  rural  South  was  exploitative 
and  limited  the  opportunities  for  advancement  of  African 
American  families.  Large  extended  families  were  an  economic 
necessity.  As  the  migration  took  hold,  families  continued  to 
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extend  as  they  adjusted  to  social  and  economic  conditions  in 
the  cities.  Although  social  welfare  programs  were  introduced 
in  the  New  Deal,  African  Americans  continued  to  face 
overwhelming  social  injustice  and  lack  of  opportunity  (Harris 
1979;  Foster  1983;  Franklin  &  Moss  1988;  Martin  &  Martin 
1985) . 

The  brief  historical  review  is  important  for  several 
reasons.  First,  the  family  as  a  social  institution  cannot  be 
understood  in  isolation.  From  slavery  to  contemporary  times 
the  political,  economic,  and  social  climate  of  the  country  has 
alienated  African  Americans  and  hindered  opportunities. 
Racist  ideologies  and  discriminatory  practices,  such  as 
segregation,  are  simple  examples  of  the  many  forces  affecting 
the  African  American  family.  Second,  the  historical  sequence 
provides  insight  on  the  establishment  and  importance  of 
African  American  family  organization,  in  spite  of  tremendous 
outside  pressures  against  its  formation.  From  the  beginning 
of  African  American  family  life  in  America  it  is  clear  that 
mutual  support  from  established  extended  networks  has  been  a 
core  tradition  and  value.  Environmental  conditions  mitigated 
against  individualism  and  fostered  cooperative  patterns  to 
insure  group  survival.  The  collective,  extended  nature  of 
family  life  would  later  haunt  the  African  American  family  as 
critics  argued  that  such  a  form  was  counter  to  the  norm  and, 
thus,  pathological.  Third,  understanding  the  impoverishment 
of  the  African  American  community,  the  effects  of  rural-urban 
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migration,  and  the  limited  economic  opportunities  for  African 
American  families  sets  the  stage  for  reviewing  the  conflicting 
models  of  the  contemporary  African  American  family. 

Families  everywhere — African  American  or  white,  national 
or  international — must  adapt  continuously  to  changes  in  the 
larger  society  and  its  institutions  by  modifying  their 
structures  and  functions  (Berardo  1990).  A  key  issue  that  has 
been  fought,  and  continues  to  be  fought,  is  whether  African 
American  families  are  adaptable  and  resilient,  or  whether 
external  forces  have  weakened  the  family  to  the  point  of 
collapse.  I  believe  that  history  shows  the  adaptability  of 
the  African  American  family.  The  next  section  presents  the 
contemporary  arguments  between  the  paradigms  of  the  cultural- 
deviance  model  versus  the  resilient-adaptive  model.  The 
resilient-adaptive  model  is  the  stronger.  The  last  section  of 
the  chapter  on  African  American  networks  and  social  support 
exemplifies  the  adaptability  of  the  African  American  family. 

The  Viability  of  the  African  American  Family 

Many  writers  have  questioned  the  very  existence  of  the 
African  American  family  as  an  institution  over  the  past  50-60 
years .  The  issue  raised  was  " .  .  .is  family  and  household 
structure  in  the  African  American  community  indicative  of 
'social  disorganization,*'  or  are  distinctive  features  of  Afro- 
American  domestic  groups  adaptations  to  economic  marginality 
and  oppression?"  (Dressier,  Hoeppner,  &  Pitts  1985:  853). 
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As  the  debate  raged,  more  subtle  questions  emerged  regarding 
the  extent  to  which  the  African  American  family  and  community 
life  reflected  traditional  African  values  and  practices; 
whether  the  issue  of  African  American  family  structure 
pertained  more  to  class  differences  than  racial  differences; 
and  what  the  causes  were  for  apparent  racial  differences 
regarding  family  functioning. 

The  two  major  paradigms  that  emerged  were  the  following: 
a)  African  American  family  life  is  disorganized  and  patho- 
logical (the  mainstream  view);  and  b)  African  American  family 
life  is  an  organized,  logical  approach  to  oppression  (the 
dissenting  view) .   The  models  will  be  discussed  separately. 

Cultural  Deviant  or  Pathological  Model 

The  pathological  model  (also  referred  to  as  the  "cultural 
ethnocentric  school,"  Dodson  1988)  saw  the  family  as  unable  to 
provide  the  social  and  psychological  support  necessary  for 
full  assimilation  into  the  dominant  society.  White  middle- 
class  family  values  were  considered  the  societal  norm. 
African  American  marriages  were  seen  as  the  most  fragile  of 
conjugal  units,  and  the  African  American  woman/mother  was 
depicted  as  the  core  of  a  matrifocal  society. 

E.  Franklin  Frazier  (1939)  studied  race  relations  and  the 
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process  of  how  African  American  families  were  culturally 
assimilated  into  white  society.  He  attributed  variations  in 
sexual  and  marital  practices  to  a)  matriarchal  characteristics 
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of  the  family,  whereby  males  were  marginal;  b)  the  lack  of 
legal  marriages  in  slavery  and  casual  sex  as  a  norm  causing 
later  marital  instability  patterns;  and  c)  urbanization  as  a 
force  in  the  dissolution  of  family  life  (Staples  1986;  Stewart 
1990).  He  believed  that  contemporary  family  organization 
traced  back  to  slavery  and  to  the  influence  of  American 
culture,  not  to  African  cultural  transfers  (Dodson  1988). 

Contemporary  with  Frazier,  African  American 
intellectuals,  such  as  W.E.  DuBois,  urged  assimilation  and 
stressed  the  need  for  the  African  American  family  to  adopt 
norms  held  by  white,  middle-class  families.  The  model  applied 
to  writers  of  this  persuasion  was  called  the  "Cultural 
Equivalent"  model.  This  model  depicted  African  Americans  as 
legitimate  when  they  adopted  the  lifestyle  and  norms  of 
middle-class  whites  (Johnson  1988).  (This  was  also  the  time 
that  the  Structural/Functionalism  ideology  was  popular. 
Conservatism  was  accepted  .  .  .  social  patterns  were 
identified  and  reasons  were  created  to  justify  those  patterns. 
Process,  change  and  individual  responses  that  were  outside  of 
the  mainstream  were  not  valued  in  this  paradigm.)  However, 
writers  during  the  1940s-50s  challenged  the  idea  that  the 
African  American  middle-class  was  economically  secure  and 
better  assimilated  (Harris  1979).  This  period  led  to  the  more 
scathing  studies  of  the  1960s  .  .  .  the  period  of  the  African 
American  family  seen  in  negative,  pathological  terms. 
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Best  known  of  this  genre  is  Moynihan's  report  (March 
1965)'  The  Negro  Family— The  Case  for  National  Action.   The 
same  themes  as  discussed  earlier  were  repeated;  the  African 
American  community  was  characterized  by  matriarchy,  broken 
families,  economic  dependency,  and  delinquency  and  crime. 
Moynihan  described  the  African  American  community  as  a  "tangle 
of  pathology"  and  identified  the  fundamental  problem  as  the 
crumbling  family  structure.   The  matriarchal  structure  was 
inconsistent  with  American  society,  and  African  Americans  were 
disadvantaged  as  their  values  were  not  in  line  with  the 
dominant  societal  values.  Moynihan's  report  was  linked  to  the 
"Culture  of  Poverty"  thesis  (Lewis  1966).   The  "culture  of 
poverty"  described  the  lower-class  poor  as  having  limited 
ability  to  defer  gratification,  having  high  incidence  of 
material  deprivation,  weak  ego  structure,  and  lack  of  impulse 
control.  African  Americans  were  both  the  victims  of  and  were 
blamed  for  their  misfortunes.   Moynihan's  central  recommen- 
dation urged  the  national  government  to  set  a  goal  of 
establishing  a  stable  Negro  family  structure.   This  implied 
structural  changes  in  the  family,  replacing  African  American 
familial  features  with  characteristics  emulating  the  white 
middle-class  .  .  .  the  so-called  "functional  normative  model 
family"  (Dodson  1988).   (The  prevailing  social  climate  during 
this  period  was  one  of  unrest,  challenging  the  status  quo,  and 
resisting  the  established  societal  structures.   The  Civil 
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Rights  movement  had  gained  momentum  and  was  seen  as 
challenging  and  frightening  in  much  of  the  dominant  society.) 

Cultural  Relativity  or  Cultural  Variant  School 

Responding  sharply  to  the  negative,  victim-blaming  stance 
of  the  previous  work,  critics  of  the  pathological  model  lauded 
the  African  American  family  as  a  functioning  entity  in  its  own 
right.  The  cultural  relativity  model  proposed  that  the 
African  American  family  was  a  culturally  different  family 
form,  nondeviant,  with  values  and  family  patterns  instrumental 
for  combating  oppressive  racial,  political,  and  economic 
conditions  of  American  society  (Billingsley  1968;  Dodson  1988; 
Herskovits  1958;  Hill  1972;  Johnson  1988;  Shimkin,  Shimkin,  & 
Frate  1978;  Stack  1974).  Aschenbrenner  (1975)  described  the 
African  American  family  as  a  cultural  institution  with  a  long 
tradition  whose  social  organization  was  created  in  the  face  of 
adversity,  and  not  merely  adjustment  to  contemporary  urban 
conditions . 

Focusing  on  family  strengths,  this  framework  proposed 
that  the  African  American  extended  family  and  domestic  units 
adapted  to  economic  marginality.  Historical  forces  were 
inimical  to  family  formation  and  maintenance.  Judged  against 
alien  norms,  social  roles  in  America  demanded  variability  from 
the  African  American  family  in  order  to  survive  (McCray  1980; 
Staples  1985).  Structural  transformation  of  the  economy  from 
industrialization  to  a  service  oriented  market,  with  an 
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emphasis  on  high  technology,  and  a  dismantling  of  a  welfare 
state  were  seen  as  responsible  for  African  American  family 
problems — rather  than  blaming  the  victims  (Ladner  1986). 

Collins  (1989)  sharply  criticized  Moynihan's  report 
implicating  the  African  American  family  as  the  source  for 
creating  deviant  societal  values  that  ".  .  .in  turn,  collec- 
tively shape  African  American  cultural  deficiency"  (p.  877). 
She  and  others  contended  that  Moynihan  neglected  the  manner  in 
which  racism  and  political  and  economic  factors  shape  indi- 
vidual and/or  group  accomplishment  (Collins  1989;  Ladner 
1986)  .3 

Countering  the  earlier  importance  placed  on  attitudes  and 
values  as  primary  predictors  of  economic  achievement,  contem- 
porary family  scholars  place  environmental  restraints  on 
mobility  and  achievement  as  a  primary  problem.  Analyzing 
census  data,  Farley  &  Allen  (1987)  claim  that  the  majority  of 
African  Americans  in  the  United  States  remain  separate  and 
unequal  because  a  legacy  of  African  American  subjugation 
remains.  The  subjugation  is  seen  in  persistent  racial 
inequalities  in  educational  achievement,  family  structure, 
occupational  attainment,  patterns  of  unemployment,  income 
levels,  residential  segregation,  and  distribution  of  wealth. 
While  declamations  of  the  dominant  society  are  assimila- 
tionist,  political/economic/social  structures  remain  committed 


3Rainwater  and  Yancy  (1967)  provide  a  more  complete 
analysis  of  the  events  leading  to  and  after  the  publication  of 
the  Moynihan  report. 
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to  exclusionary  practices  and  continued  subordination  of 
African  Americans  (Jaynes  &  Williams  1989;  Young  1989). 

Adaptive  Responses  to  Society 

The  question  becomes  "what  are  the  strengths  and  coping 
strategies  used  by  the  African  American  family  to  counter  such 
obstacles?"  The  most  discussed  strength  is  the  strong  sense 
of  obligation  to  kin  and  the  extended  family  structure 
(Aschenbrenner  1975;  McAdoo  1978;  Stack  1974).  Consanguinity 
assumes  primacy  over  affinal  ties.  As  compared  to  white 
middle-class  families,  the  marital  tie  does  not  hold  the  same 
status  for  African  Americans .  This  is  not  to  imply  that 
marriage  is  unimportant.  The  importance  of  marriage  ties  has 
been  shown  from  historical  data.  The  statement  is  meant  to 
imply  a  cultural  difference  surrounding  the  meaning  of 
marriage.  Commitment  to  motherhood  is  strong,  whether  or  not 
the  mother  is  married,  and  there  is  a  recognition  that 
children  may  not  be  raised  necessarily  in  an  intact  family 
(Aschenbrenner  1975;  Peters  &  Massey  1983).  Role  flexibility 
may  allow  for  stability  in  the  one-parent  family  by  having 
extended  relatives  play  the  role  of  the  absent  parent  (Foster 
1983).  Extended  kin  ties  are  reinforced  and  maintained 
through  space  and  time  by  participation  in  rituals  such  as 

0 

funerals,  family  reunions,  and  regular  visiting  patterns 
(Aschenbrenner  1975;  Barnes  1981;  Foster  1983;  Stack  1974). 
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Contrary  to  the  popular,  stereotypic  image  of  African 
American  men  as  absent  from  the  family,  African  American  men 
are  an  important  aspect  of  family  life  playing  different  roles 
in  the  family  organization.  Women  have  participated  in  the 
labor  force  since  slavery,  and  gender  roles  have  evolved  in  a 
more  egalitarian  fashion  (Foster  1983;  McCray  1980;  Taylor, 
Chatters,  Tucker,  &  Lewis  1990).  Men  may  not  support  children 
as  a  matter  of  course  but  are  generous  if  asked  (Aschenbrenner 
1975).  A  review  of  recent  literature  indicates  that  African 
American  men  are  highly  involved  in  parental  and  childrearing 
roles  (Taylor,  Chatters,  Tucker,  &  Lewis  1990). 

Hill  (1972)  summarized  the  following  characteristics  as 
strengths  common  to  African  American  families:  strong  kinship 
bonds,  strong  work  orientation,  adaptability  of  family  roles, 
strong  achievement  orientation,  and  strong  religious  orien- 
tation. While  also  seen  in  white  families,  Hill  argued  that 
these  traits  are  manifested  differently  in  African  American 
families  due  to  their  history  of  racial  oppression.  Other 
values  cited  as  strengths  include  a  belief  in  the  institution 
of  the  family,  motherhood,  and  childrearing;  an  emphasis  on 
strict  discipline  and  respect  for  elders;  and  the  necessity 
for  caring  roles  and  mutual  aid  systems  (Aschenbrenner  1975; 
McCray  1980;  Staples  1985).  In  a  recent  study  focused  on 
middle-class  African  Americans,  core  characteristics  and 
values  included  an  implicit  or  explicit  embracing  of  the 
dominant  culture;  delay  of  gratification;  a  strong  sense  of 
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self  and  empowerment;  a  sense  of  importance  in  the  fact  of 
their  Blackness;  and  quality  of  life  pursuits  ( Coner-Edwards 
&  Edwards  1988) . 

Contemporary  Family  Organization 
Societal  Trends  Affecting  Families 

In  spite  of  the  strength  of  African  American  families, 
family  organization  and  structure  have  changed  over  the  past 
20-30  years.  It  is  important  to  remember  that  larger  societal 
trends,  such  as  an  increased  rate  of  divorces  and  a  shifting 
of  emphasis  away  from  familism  toward  individualism  affected 
both  African  American  and  white  families.  In  a  decade  review 
of  family  research  in  the  1980s,  Berardo  (1990)  noted  a 
renewed  concern  that  family  and  marriage  institutions  were 
being  severely  weakened  and  threatened  from  accelerated  and 
pervasive  social  change.  The  African  American  family  was  at 
double  risk  -  exposure  to  those  societal  threats  shared  by 
whites  and  African  Americans  coupled  with  continued  oppression 
and  racism. 

Major  demographic  trends  identified  in  the  literature 
include  higher  divorce  rates,  declining  rates  of  marriage, 
later  ages  at  first  marriage,  larger  percentages  of  children 
living  in  female-headed  families,  higher  percentages  of 
children  living  in  poverty,  an  increase  in  female-headed 
families,  and  a  higher  proportion  of  births  to  unmarried 
mothers  (Jaynes  &  Williams  1989;  Wilson  1987).    African 
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American  families,  particularly  the  growing  African  American 
underclass,  have  disproportionately  suffered  from  these  trends 
(Jaynes  &  Williams  1989;  Taylor,  Chatters,  Tucker,  &  Lewis 
1990;  Wilson  1987).  For  example,  African  American  female 
heads  of  family  are  less  likely  to  marry  if  single,  or  to 
remarry  if  divorced  or  widowed.  Female-headed  white  families 
are  of  shorter  duration  than  African  American  female-headed 
families  (Wilson  1987).  Between  1969  and  1987,  the  jobless 
rate  of  African  American  husbands  more  than  doubled  (from  2.9% 
to  7.0%).  During  the  same  period  of  time,  the  number  of 
unemployed  African  American  husbands  almost  tripled  ( from 
84,000  to  209,000)  (Hill  1990:  87). 

There  are  vast  economic  differences  by  race  with  African 
Americans  disproportionately  over-represented  among  the  poor. 
Female-headed  families  are  at  the  most  profound  economic 
disadvantage,  with  African  American  female-headed  families 
being  twice  as  likely  to  have  poverty-level  incomes  than  white 
female-headed  families  (Jaynes  &  Williams  1989).  In  1992,  13% 
of  all  families  had  incomes  below  the  poverty  level.  For 
white  families  the  poverty  rate  was  9.8%,  compared  to  32.7% 
for  African  American  families  (US  Department  of  Commerce 
1993a:  2-3,  Table  2).  Female-headed  families  with  related 
children  under  18  years  of  age  below  the  poverty  level 
differed  sharply  by  race:  42*%  were  white  and,  68%  were  African 
American  families  (US  Department  of  Commerce  1993:  93-94, 
Tables  93-94).    The  1993  figures  showed  an  even  greater 
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disparity,  with  30.9%  of  African  American  families  below  the 
poverty  level,  compared  to  8.9%  of  white  families  (US  Bureau 
of  the  Census  1994:  48,  Table  49)  (Based  on  constant  1992 
dollars) . 

Poverty  rate  for  all  children  under  18  in  1992  was  21.9%, 
with  African  American  children  representing  34.6%  of  all  poor 
related  children  under  6  years  of  age.  For  children  living  in 
female-householder  families,  73.1%  were  African  American, 
compared  to  60.5%  white  and  71.8%  Hispanic -origin  (US 
Department  of  Commerce  1993b:  x) . 

Causative  Factor  for  Family  Structural  Changes 

Throughout  this  chapter,  I  argue  that  social  forces 
directly  impinge  on  the  functioning  of  the  family.  The 
contemporary  African  American  family  is  also  subject  to  these 
forces.  One  must  ask:  What  accounts  for  racial  differences 
between  African  American  and  white  family  patterns? 

Two  major  explanations  have  been  offered:  a)  systematic 
and  persistent  differences  exist  because  of  differing  cultural 
norms;  and  b)  differences  are  due  to  economic  factors  (Farley 
&  Allen  1987).  Arguments  pertaining  to  the  cultural  norm 
explanation  were  presented  earlier  in  the  section  describing 
different  values  held  by  African  Americans,  particularly  in 
regards  to  marriage  and  gender  roles. 

Additional  support  for  the  cultural  explanation  arose 
from  an  analysis  of  the  1980  census  data.   Independent  of 
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household  income,  race  was  related  to  household  extendedness. 
This  patterns  was  seen  for  African  Americans,  Hispanics  and 
Asians.  A  proposed  explanation  was  that  benefits  from 
extendedness  may  go  beyond  economic  benefits  to  include 
childcare,  household  help,  and  companionship  (Farley  &  Allen 
1987)  .  However,  due  to  the  type  of  data  used  in  the  study,  it 
was  impossible  to  verify  values  and  attitudes  regarding 
extendedness  that  might  play  a  role  in  this  finding. 

Economic  and  structural  factors  have  been  strongly 
implicated  in  several  studies.  In  an  extensive  study  on  the 
position  of  African  Americans  in  American  society  since  the 
eve  of  WWII,  the  most  salient  factors  explaining  racial 
differences  in  family  structure  were  differences  in  income  and 
employment,  greater  (relative)  economic  independence  of 
African  American  women,  and  a  more  limited  pool  of  African 
American  men  who  are  good  marriage  prospects  (Jaynes  & 
Williams  1989).  Staples  (1985)  agreed  with  the  premise  that 
for  African  American  women,  the  quality  of  potential  mates  was 
poor  due  to  fewer  African  American  men  obtaining  gainful 
employment.  Higher  rates  of  male  unemployment  were  due  to 
a)  changes  in  the  work  setting  (i.e.,  service  orientation, 
less  industry),  b)  greater  competition  with  white  women  for 
jobs,  c)  increased  functional  illiteracy  in  men  secondary  to 
the  reality  of  blocked  opportunities,  and  d)  less  access  to 
the  personal  networks  used  by  white  men  to  secure  employment. 
Using  a  "male  marriageable  pool  index"  (MMPI),  Wilson  (1987) 
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argued  that  the  sharp  rise  of  African  American  female -headed 
families  directly  related  to  increasing  African  American  male 
joblessness. 

Additional  factors  cited  in  the  literature  as  contri- 
buting to  alterations  in  family  structure  have  included: 

a)  increased   societal   acceptance   of   non-marital   sex, 

b)  increased  use  of  abortion  and  birth  control,  c)  a  welfare 
system  that  requires  men  to  be  absent,  d)  decreased  self- 
esteem  of  African  American  men  related  to  economic /psycho- 
logical alienation,  e)  longer  duration  in  poverty  for  African 
American  families,  f)  increased  incarceration  of  African 
American  men  in  prison  and  mental  institutions,  g)  a  long- 
standing African  American  male  shortage  resulting  from 
differential  mortality  rates,  and  h)  fewer  opportunities  to 
create  stable  African  American  family  homes  due  to  decreased 
economic  opportunities  (Jaynes  &  Williams  1989;  Ladner  1986; 
Taylor,  Chatters,  Tucker,  &  Lewis  1990). 

The  question  regarding  African  American/white  differences 
in  family  structure  is  not  answered  solely  by  the  cultural  or 
the  economic  explanations.  Rather,  both  explanations  appear 
to  contribute  to  the  observed  differences  (Tienda  &  Angel 
1982;  Farley  &  Allen  1987).  Analysis  of  the  1980  census  data 
indicates  that  race  differences  in  family  organization 
diminished  as  economic  differences  by  race  lessened.  "African 
American-white  differences  in  economic  well-being,  political 
power,  and  social  standing— more  so  than  differences  in  values 
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and  predispositions — explain  the  observed  race  differences  in 
family  organization  and  process"  (Farley  &  Allen  1987:  187). 
Clearly,  African  American  family  organization  reflects 
differing  historical  circumstances,  cultural  values  and 
practices  that  are  suggestive  of  African  heritage,  and  current 
socio/economic/political  forces  that  have  created  multiple 
barriers  to  opportunities.  The  resources  and  strengths  of  the 
African  American  family  is  seen  in  its  survival  and 
resilience.  The  last  section  of  the  chapter  specifically 
addresses  the  topics  of  social  networks  and  patterns  of 
support  for  African  American  families. 

Social  Networks  and  the  Provision  of  Support 

Social  network  analysis  developed  with  Elizabeth  Bott's 
work  in  England  (1957)  and  J.  Clyde  Mitchell's  work  in  Africa 
(1969b).  How  network  members  provide  support  to  others  has 
continued  to  be  a  topic  of  interest  for  anthropologists  and 
sociologists.  Much  of  the  work  on  network  composition  and  the 
provision  of  support  has  focused  on  kin  ties.  However,  two 
distinct  research  agendas  emerged  .  .  .  one  concentrating  on 
the  white  family  and  one  concentrating  on  the  African  American 
family.  The  African  American  literature  concentrated  on 
patterns  of  assistance  from  kin,  and  support  was  viewed  for 
the  most  part  as  instrumental  (Aschenbrenner  1973;  Ball  1983; 
Stack  1974) .  Existence  of  mutual  help  was  considered  from  the 
perspective  of  extended  kin  buffering  the  family  from  economic 
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disparities,  and  from  the  perspective  that  there  was  a  greater 
cultural  emphasis  on  kinship  among  African  Americans  (Malson 
1982).  Therefore,  stronger  kin  ties  should  be  found  at  all 
socioeconomic  levels . 

The  literature  that  focused  on  whites  took  a  broader 
perspective,  looking  at  support  provision  in  a  variety  of 
situations  (Antonucci  &  Depner  1982;  Bott  1969;  Fiore,  Becker, 
&  Coppel  1983;  Hammer  1981;  LaRocco,  House,  &  French  1980). 
For  both  races,  few  studies  have  examined  the  different 
aspects  of  support  (such  as  emotional  support,  instrumental 
support,  and  perception  of  support  from  network  members) 
concurrently.  Until  recently,  even  fewer  studies  compared 
differences  between  African  American  and  white  networks. 

Social  Networks  of  African  American  Families 

Attention  has  turned  again  recently  to  the  "demise"  of 
the  African  American  family  with  much  emphasis  being  placed  on 
the  trends  of  single-parent  families,  poverty  (particularly  in 
regards  to  the  effects  on  children),  absent  fathers,  and 
environmental  deprivation  that  may  be  weakening  the  extended 
family's  ability  to  assist  others  (Billingsley  1990;  Jaynes  & 
Williams  1989).  Yet  there  is  minimal  research  that 
investigates  whether  support  is  adequate  or  available  to 
families  facing  unexpected,  long-term  crisis  situations,  such 
as  in  the  case  of  chronic  childhood  illness. 
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Social  network  research  with  African  American  families 
has  focused  predominantly  on  urban,  lower  class,  extended 
families  (Aschenbrenner  1973;  Hays  &  Mindel  1973;  Lindblad- 
Goldberg,  &  Dukes  1985;  Martineau  1977;  Stack  1974).  An 
occasional  study  used  rural  populations  (Dressier  1985;  Gaudin 
&  Davis  1985;  Hofferth  1984)  or  middle-class  African  American 
families  (Barnes  1981;  McAdoo  1978).  Research  questions  asked 
whether  African  American  family  life  existed  in  urban,  ghetto 
areas  and  whether  the  ties  between  members  of  extended 
families  served  to  buffer  individuals  against  the  severe 
effects  of  racism  and  poverty. 

Extended  Families 

There  has  been  a  strong  emphasis  on  the  value  of  extended 
families  for  African  Americans.  It  has  been  believed  gener- 
ally that  African  American  families  have  supportive  extended 
families  and  kin  ties  that  are  lacking  in  white  families. 
Ethnographic  research  has  documented  the  strength  of  these 
extended  families,  and  detailed  the  extensive  exchange 
patterns  between  kin  and  friends  in  which  members  of  extended 
households  shared  economic  aid  and  other  forms  of  instrumental 
assistance,  such  as  housing,  resources,  and  household  tasks 
(Aschenbrenner  1973;  Stack  1974).  Fictive  kin  were  as 
important  as  blood  kin  in  the  provision  of  support  (Johnson  & 
Barer  1990;  Scott  &  Black  1989;  Stack  1974;  Ulbrich  &  Warheit 
1989) . 
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Stack  (1974)  interpreted  these  exchange  networks  as  a 
resilient  response  to  the  socioeconomic  conditions  of  poverty 
and  unemployment.  Economic  deprivation  mitigated  against  the 
maintenance  of  nuclear  families.    Extended  families  were 
described  as  having  expanded  units  of  reciprocity,  thereby 
being  more  flexible  economic  units  (Aschenbrenner  1973). 
Extendedness  is  recognized  as  an  effective  mechanism  for 
pooling  limited  resources,  hence  increasing  economic  benefits 
(such  as  stability,  access  to  a  wider  pool  of  resources). 
"Doubling  up"  in  extended  households  is  generally  a  less 
expensive  method  of  providing  for  needy  relatives,  as  compared 
to  direct  cash  transfers  (Taylor,  Chatters,  Tucker,  &  Lewis 
1990). 

McAdoo  (1978)  found  similar  behavior  in  a  study  of 
African  American  middle- income,  urban  and  suburban  families. 
Her  research  indicated  that  extended  help  patterns  are 
culturally  rather  than  solely  economically  based.    She 
extended  the  study  in  1980  to  ascertain  whether  the  mother's 
differential  involvement  within  her  wider  family  was  based  on 
whether  she  was  head  of  the  household  or  if  she  was  married. 
Her  findings  indicated  that  both  single  and  married  mothers 
were  deeply  involved  in  the  kin-help  exchange  networks, 
including  the  use  of  fictive  kin.    Additional  research 
confirmed  that  marital  status  did  not  alter  sources  of  support 
or  satisfaction  with  support  (Brown  &  Gary  1985;  Taylor  1986). 
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Family  members  and  extended  kin  remained  major  sources  of 
support  after  divorce  (Brown  &  Gary  1985). 

Later  and  larger,  representative  studies  also  indicated 
the  importance  of  kin  ties  to  receiving  support  (Hatchett  & 
Jackson  1993).   Frequent  interactions  with  family  members, 
close  familial  relationships,  and  having  an  available  pool  of 
relatives  predicted  the  probability  of  receiving  support, 
regardless  of  gender  (Taylor  1986).   A  more  recent  study 
compared  the  level  of  familial  involvement  between  adults 
labeled  as  support-deficients  (those  who  had  never  received 
assistance)  and  self-reliants  (those  reporting  they  had  never 
needed  help) .   Findings  from  multivariate  analysis  indicated 
the  self-reliants  reported  significantly  higher  familial 
involvement  (Taylor  1990).   Findings  from  the  representative 
National  Survey  of  Black  Americans  (NSBA)  indicated  that  there 
was  an  overwhelming  perception  of  family  solidarity  among 
African  Americans.   Geographical  distances  to  both  immediate 
and  other  kin  members  were  fairly  close,  and  frequented  aid 
from  kin  was  reported,  Women  reported  more  receiving  more  aid 
than  did  men,  as  well  as  having  more  frequent  interactions 
with  kin.   Summary  of  the  findings  indicated  that  subjective 
closeness  with  kin  was  the  most  influential  predictor  of 
frequency  of  interaction  with  kin,  and  aid  received  from  kin 
(Hatchett  &  Jackson  1993). 
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The  Consequences  of  Support  and  the  Need  for  Reciprocity 

Although  aspects  of  support  were  beneficial,  there  were 
negative  consequences  to  receiving  assistance.  Failure  to 
reciprocate  harmed  kin  and  non-kin  relationships  and  sometimes 
resulted  in  shunning  or  ostracism  (Scott  &  Black  1989 ).4  Help 
obligated  the  individual  to  a  pattern  of  reciprocal  assistance 
which,  at  times,  had  the  negative  effect  of  limiting  potential 
opportunities  for  upward  mobility  (Stack  1974).  Belle  (1982) 
found  that  although  mutual  aid  networks  were  critical  survival 
strategies  against  poverty,  the  networks  were  not  voluntarily 
chosen  by  those  who  could  find  other  means  for  escaping  the 
effects  of  poverty.  Increased  emotional  distress  and  stress 
have  been  reported  in  women  participating  in  networks  with 
extensive  social  ties  (Belle  1982;  Lindblad-Goldberg  &  Dukes 
1985). 

Informal  Ties 

Findings  from  network  studies  of  African  American 
families  documented  active  networks  of  informal  ties  to  non- 
residential kin,  friends,  and  neighbors  (Ball  1983;  Belle 
1982;  Martineau  1977).  Ball  (1983)  found  that  requests  for 
assistance  with  a  real  problem  were  as  frequent  to  friends  as 
to  kin  outside  the  family.    Higher  levels  of  SES  were 


Reciprocity  and  its  relationship  to  the  receipt  of 
support  is  detailed  in  "There  Are  No  Free  Gifts!  Social 
Support  and  the  Need  for  Reciprocity"  (Williams,  In  press). 
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associated  with  larger  networks  and  the  probability  of 
receiving  support  (Campbell  &  Lee  1990;  Taylor  1986,  1990). 

Network  studies  began  to  use  representative,  national 
survey  data  to  re-evaluate  the  importance  of  extended  kin  and 
friend  ties.  During  times  of  crisis,  immediate  family  members 
were  heavily  relied  upon  (Taylor,  Chatters,  &  May  1988). 
Other  studies  noted  the  importance  of  both  formal  and  informal 
helpers  (non-professional  helpers,  notably  non-kin,  immediate 
and  extended  kin) ,  with  the  mother  being  the  most  utilized 
category  of  informal  helper  (Neighbors  and  Jackson  1984; 
Chatters,  Taylor,  &  Neighbors  1989). 

These  findings  contrasted  with  the  earlier  ethnographic 
work  of  Aschenbrenner  (1975)  and  Stack  (1974).  The  unrepre- 
sentativeness  of  the  ethnographic  accounts  might  account  for 
the  discrepancy.  The  ethnographic  studies  also  focused  more 
on  everyday  life  rather  than  on  serious  personal  problems. 
Definitions  of  what  constitutes  a  "serious  problem"  may  also 
account  for  variation. 

Comparisons  Between  African  American  and  White  Social  Networks 

Findings  in  the  literature  are  inconsistent  regarding  the 
differences  between  provision  of  support  for  African  American 
and  white  families.  Some  studies  documented  larger  kin 
networks  for  African  Americans  as  compared  to  whites,  (Ball, 
Warheit,  Vandiver,  &  Holzer  1979;  Cross  1990;  Gaudia  &  Davies 
1985;  Hays  &  Mindel  1973;  Hogan,  Hao,  &  Parrish  1990).   The 
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larger  kin  networks  appeared  to  provide  greater  amounts  of 
assistance  (Hays  &  Mindel  1973;  Hogan,  Hao,  &  Parrish  1990; 
Johnson  &  Barer  1990).  Compared  to  elderly  whites,  elderly 
inner-city  African  Americans  expanded  their  networks  by 
mobilizing  relatives  on  the  periphery  of  the  kinship  network 
(nieces,  nephews  and  cousins),  and  created  fictional  kin 
(Johnson  &  Barer  1990).  For  some  situations,  the  greater 
amount  of  help  was  associated  with  a  more  pronounced  tendency 
for  African  Americans  to  be  living  with  adult  kin  (Hogan,  Hao, 
&  Parrish  1990) .  Constrained  social  opportunities  and  unequal 
access  to  resources  were  cited  as  factors  related  to  stronger 
helping  African  American  neighbor  networks  (Lee  &  Campbell 
1990;  Lee,  Campbell,  &  Miller,  1989). 

However,  the  assumptions  that  African  Americans  receive 
more  support  than  whites  and  have  larger  kin  networks  have  not 
been  universally  reported.  Silverstein  and  Waite  (1993) 
failed  to  confirm  previous  studies  that  suggested  a  support 
advantage  for  African  Americans  with  economic  and  social 
variables  controlled.  Using  representative  data  from  the  1985 
General  Social  Survey,  Marsden  (1987)  looked  at  the  aspects  of 
interpersonal  networks  in  which  Americans  discuss  "important 
matters."  Overall  findings  indicated  that  the  networks  are 
small,  kin-centered,  relatively  dense,  and  homogeneous. 
Whites  had  the  largest  networks  (mean  size  3.1),  African 
Americans  the  smallest  (mean  size  2.25),  and  Hispanics  and 
others  fell  in  between.   Cross  (1990)  compared  the  social 
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networks  of  a  national  sample  of  African  American,  white,  and 
ethnic-white  mothers.  Ethnic-white  mothers  had  the  highest 
number  of  kin  in  their  networks  overall,  followed  by  white 
mothers,  and  then  African  American  mothers.  This  held  for 
both  one-parent  and  two-parent  families  in  all  three  groups. 
In  a  study  of  parents  of  chronically  ill  children,  Williams 
(1993)  compiled  social  network  inventories  of  those 
individuals  important  or  helpful  to  the  parents  during  the 
time  of  their  childrens '  illnesses.  The  networks  of  white 
parents  were  twice  as  large  as  those  of  the  African  American 
parents,  although  the  African  American  parents  perceived  the 
individuals  in  their  networks  to  be  slightly  more  supportive. 
In  a  national  sample  of  rural,  low  SES  mothers,  African 
American  mothers  had  greater  numbers  of  kin  in  their  networks, 
and  the  networks  were  more  durable,  but  those  networks 
provided  less  help  and  fewer  persons  to  call  on  than  did  white 
networks .  These  African  American  mothers  perceived  and 
received  less  support  from  informal  social  networks  (Gaudin  & 
Davies  1985).  Similar  results  were  found  in  another 
nationally  representative  sample  of  African  American  and  white 
American  mothers  (Hogan,  Hao,  &  Parish  1990).  Matching 
African  American  and  white  samples  on  marital  status  and  kin 
proximity,  African  Americans  received  less  substantial  income 
support  than  whites.  Although  African  American  mothers 
received  free  child  care  from  co-residential  kin,  only  1/3  of 
African  American  mothers,  compared  to  2/3  of  white  mothers, 
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reported  adequate  access  to  child  care.  In  another  study, 
requests  for  assistance  with  major  problem  resolution  were 
seen  more  in  whites  than  African  Americans,  although  African 
Americans  were  more  likely  to  have  a  geographically  proximate 
close  relative  than  were  whites  (Ball,  Warheit,  Vandiver,  & 
Holzer  1979)  .  A  possible  explanation  was  that  whites  may  have 
perceived  greater  resource  availability  for  them  than  did 
African  Americans . 

Relationship  Between  Patterns  of  Support  and  Family  Structure 

The  variable  of  family  structure  appeared  to  play  a 
determining  role  in  the  provision  of  support  for  African 
Americans  and  whites.  Cross  (1990)  found  that  African  Ameri- 
can two-parent  mothers  were  similar  to  ethnic  white  two-parent 
mothers  in  the  areas  of  financial,  emotional,  and  work-related 
support.  In  the  areas  of  practical,  financial,  and  emotional 
support,  white  two-parent  mothers  received  the  most  support. 
In  contrast,  African  American  single  mothers  were  the  most 
disadvantaged  of  the  three  groups  in  all  functional  areas  of 
support.  For  African  American  single  mothers,  the  level  of 
need  outstripped  the  level  of  support. 

Hofferth  (1984)  argued  that  the  apparent  relationship 
between  race  and  extendedness  was  due  to  family  structure 
differences  between  African  American  and  white  female  family 
heads.  Using  a  national  sample,  she  defined  kin  participation 
narrowly  on  the  basis  of  exchange  of  finances  and/or  extended 
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living  arrangements.  White  single  parents  participated  in  kin 
networks  more  than  African  American  single  parents,  but  the 
relationship  was  weak.  African  American  two-parent  families 
were  more  likely  to  participate  in  kin  networks  than  white 
two-parent  families.  White  families  were  more  likely  than 
African  American  families  to  receive  money  from  kin,  regard- 
less of  marital  status.  African  American  female-headed 
families  were  less  likely  to  receive  financial  assistance  than 
white  female-headed  families.  Thus,  they  appeared  to  benefit 
less  from  a  kin  network  than  white  female-headed  families. 

Helping  Traditions  in  African  American  Communities 

As  has  been  seen  throughout  this  chapter,  the  practice  of 
mutual  aid  has  been  an  integral  component  of  African  American 
lives  from  slavery  to  modern  times.  The  helping  tradition  has 
extended  historically  from  the  family  through  a  religious 
consciousness,  fictive  kin,  and  a  racial  consciousness  to 
permeate  all  areas  of  life  in  the  African  American  community. 
This  is  now  under  scrutiny.  Martin  and  Martin  (1985)  cite  the 
following  factors  as  contributing  to  the  demise  of  mutual  aid: 
a)  decreased  male/ female  cooperation,  b)  a  lack  of  reinforce- 
ment of  helping  values  by  the  schools  or  wider  community, 
c)  bourgeoisie  (individualistic,  social-status  seeking)  and 
street  ideologies  fighting  against  the  values  of  helping,  d)  a 
decline  in  racial  consciousness  making  it  difficult  to  trans- 
fer helping  values,  and  e)  a  historical  decline  of  self-help 


66 
traditions  after  the  initiation  of  social  welfare  programs 
started  in  the  New  Deal  era. 

Their  argument  runs  counter  to  much  of  the  previously 
cited  work  that  shows  the  existence  of  the  helping  tradition. 
Further  studies  are  needed  to  identify  if,  given  the  contem- 
porary social  problems,  mutual  aid  patterns  are  effective  in 
protecting  individuals  from  institutional  assaults  beyond 
their  control.  Assistance  continues  to  exist,  but  to  what 
degree?  Additional  data  are  also  needed  to  determine  whether 
patterns  of  support  occur  within  each  social  class  and  for 
each  household  type.  Income  appears  to  assume  a  primary  role 
in  determining  patterns  of  support,  but  this  area  of  consi- 
deration is  new  and  needs  further  study. 

Conclusions 

Research  on  African  American  families  is  difficult  to 
summarize.  Studies  have  used  different  methods  and  different 
data  bases.  Only  recently  have  studies  begun  to  use  large 
representative  samples.  The  problem  is  that,  for  many  of 
those  studies,  the  data  were  collected  for  purposes  other  than 
the  intent  of  the  subsequent  analysis.  For  example,  census 
data  do  not  answer  questions  regarding  attitudes  or  need.  Few 
studies  have  combined  quantitative  and  qualitative  methods  for 
a  broader  perspective  on  issues  such  as  network  functions  and 
importance  of  network  ties. 
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The  African  American  family  as  an  institution  cannot  be 
studied  in  isolation.  Macro  and  micro  level  influences  must 
be  examined  together.  In  spite  of  the  problems  and  historical 
challenges  addressed  in  this  chapter,  the  African  American 
family  is  alive  and  viable.  There  is  great  diversity  in  the 
family  unit  and  such  diversity  as  social  class  status  and 
household  type  must  be  considered  while  examining  any 
phenomena  pertinent  to  family  life.  Research  must  concentrate 
on  individuals  in  all  social  strata  and  not  be  lured  into 
focusing  on  the  problems  most  visible,  such  as  the  extreme 
poverty  of  the  underclass.  To  do  so  would  imply  that  there  is 
a  "standard"  African  American  family. 

This  chapter  focuses  on  describing  the  contemporary 
African  American  family.  It  reviewed  historical  social  forces 
that  impacted  family  life,  described  theoretical  paradigms 
regarding  the  structure  and  viability  of  African  American 
family  life,  and  summarized  research  concerning  the  provision 
of  support  from  social  networks.  Whenever  pertinent,  it 
compared  the  African  American  family  to  white  families.  The 
next  chapter  concludes  the  literature  review  section.  It 
reviews  the  literature  on  coping  and  offers  a  detailed 
description  of  the  theoretical  framework  used  for  the 
dissertation  research. 


CHAPTER  4 
COPING 


Although  the  term  "coping"  is  used  a  lot,  few  people 
agree  on  what  it  is,  how  it  works,  and  particularly,  how  to 
measure  it.  In  this  chapter  I  review  part  of  the  litera- 
ture— the  part  most  germane  to  my  research.  I  follow  the 
transactional  model  of  stress  and  coping  proposed  by  Lazarus 
and  Folkman  (1984).  In  their  model,  coping  is  a  process 
separate  from  its  outcomes.  I  argue  against  the  traditional 
stance  in  anthropology  that  defines  coping  implicitly  as  a 
successful  outcome. 

First,  I  present  Lazarus  and  Folkman' s  model  and  findings 
pertinent  to  the  model.  Next,  I  summarize  research  on  how 
families  experiencing  childhood  chronic  illness  appear  to 
cope.  In  the  final  section  I  offer  a  critique  of  the 
literature. 

Review  of  the  Literature 

Coping:  Definitions  in  the  Literature 

It  is  an  understatement  to  say  that  coping  is  poorly 
defined  in  the  literature.  Social  support,  another 
frequently-used   construct,   suffers   from   a   plethora   of 
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definitions  and  typologies,  while  studies  of  coping  often  lack 
any  definition  at  all  (see  Table  4.1).  It  is  assumed  that  the 
reader  knows  what  coping  is  and  which  dimensions  of  the 
construct  are  being  measured. 

There  are  notable  exceptions.  Table  4.2,  "Comparisons  of 
Coping  Definitions,"  shows  examples  of  how  coping  has  been 
defined.  The  most  frequently  cited  definition  is  that  offered 
by  Lazarus  and  his  colleagues  (Folkman  1984;  Folkman  et  al. 
1986;  Folkman  &  Lazarus  1980;  Lazarus  1982;  Lazarus  &  Folkman 
1984).  They  define  coping  as  "constantly  changing  cognitive 
and  behavioral  efforts  to  manage  specific  external  and/or 
internal  demands  that  are  appraised  as  taxing  or  exceeding  the 
resources  of  the  person"  (Lazarus  &  Folkman  1984,  p.  141).  As 
seen  in  Table  4.2,  many  of  the  definitions  are  similar  to  or 
evolve  from  the  model  proposed  by  Lazarus  and  Folkman  (1984). 

There  are  several  key  concepts  in  the  definition.  First, 
coping  is  a  process.  The  process  involves  conscious  psycholo- 
gical cognitions  and  behaviors,  presumed  to  have  protective 
qualities.  The  process  begins  with  appraisal.  Coping  arises 
from  a  situation  of  psychological  stress  .  .  .  stress  arising 
from  an  observed  stimulus — response  relationship  (as  opposed 
to  either  a  stimulus  or  a  response  uniquely  defining  stress). 
Coping  is  different  from  its  outcomes.  Coping  implies 
efforts  to  manage  demands,  whether  or  not  those  efforts  are 
deemed  "successful"  (Folkman  1984).  Previous  research  efforts 
confounded  coping  with  effective  outcomes  (Folkman  1984;  Klein 
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Table   4 . 1 
Examples   of  Coping  Literature  That  Fail   to  Define  Coping 


Authors 
Baskin,    Forehand,    &   Saylor   1985 
Brickman  et   al.    1982 
Commerford  et  al.    1990 
Fife,    Norton,    &  Groom  1987 


McCubbin    &    Figley,     Vol.     1,     1983; 
Figley  &  McCubbin,    Vol.    II,    1983 

Hansen   1986 

Heller  &  Swindle  1983 

Hirsch  1980 

Kazak  1989 

Kupst  et  al.  1982 

Kupat  &  Schulraan  1988 

Lavee,  McCubbin,  &  Olson  1987 


Levental,  Nerenz,  &  Steele  1984 


Mattlin,  Wethington,  &  Kessler  1990 
McCubbin  et  al.  1983 


Peterson  1989 
Series  editor 


Comments 


Two     series     volume     with     multiple 
contributors. 


Interchanges  coping 

adaptation/adjustment 


with 


Longitudinal  studies  of  parental 
coping 

Refers  to  Lazarus  &  Folkman  model 
(1984),  labels  "sense  of 
coherence"  as  a  coping  resource 
and  measures  coping  by  a  family 
coping  instrument.  Never  clearly 
defines  coping. 

Presents  a  model  of  how  people 
interact  and  cope  with  health 
threats.  No  clear  definition  of 
coping.  Coping  conceptually 
separated  into  planning  and 
executing  responses. 

Uses  the  model  of  Lazarus/Folkman 
but  does  not  offer  a  definition. 

Discusses  coping  patterns  but  does 
not  offer  a  definition  of  coping. 

Special  series  to  integrate  the 
progress  made  in  coping  process 
research  with  the  challenges  of 
behavioral  research.  Most 
articles  did  not  define  coping, 
e.g.  ; 

Miller,  Leinbach  &  Brody 
Vitaliano,  Katon,  Jaiuro  &  Russo 
Johnson,  Lauver  &  Nail 
Leventhal,  Leventhal,  Shacham  & 

Easterling 
Revenson  &  Fulton 
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Table  4.1  continued 


Authors  Comments 

Reiss  &  Oliveri  1983 

Spinetta  et  al.  1988 

Tolsdorf  1976 

Van   Dongen-Melman,   Pruyn,   Van 
Zanen,  &  Sanders-Woudstra  1986 

Wentowski  1981 

Wheaton  1983  Differentiates   between   environ- 

Wheaton  1985  mental    and   personal    coping 

resources  but  does  not  define 
coping. 

Wills  1987a 
Wills  1987b 

Wortman  &  Silver  1989 

Wyckoff  &  Erickson  1987  Used   a   self-report   measure   of 

coping:   "how  one  coped" 
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Table  4.2 
Comparisons  of  Coping  Definitions 


Author /Date 
Chesler  &  Barbarin  1987 

Davis  &  Nakeo  1990 
Kupst  et  al.  1984 
Lazarus  &  Folkman  1984 


McCubbin  et  al.  1980 


Menaghan  1983b 


Murphy  &  Moriarty  1976 


Pearlin  &  Schooler  1978 

(also    used    in    Pearlin    & 
Aneshensel  1986;  Pearlin  1989) 

Rowland  1989 


Definitions 

"...  people's  efforts  to  meet  the 
challenge  present  by  stressful  life 
situations"  (p.  91). 

"...  the  degree  to  which  a  person 
is  able  to  deal  with  the  hardships 
of  his/her  life  circumstances" 
(P-  7) 

"Coping  meant  both  what  people  did 
in  their  attempts  to  master  the 
situation  and  the  adequacy  of  their 
coping"  (p.  151). 

"Constantly  changing  cognitive  and 
behavioral  efforts  to  manage 
specific  external  and/or  internal 
demands  that  are  appraised  as 
taxing  or  exceeding  the  resources 
of  the  person"  (p.  141). 

process  of  achieving  a 
balance  in  the  family  system  which 
facilitates  organization  and  unity 
and  promotes  individual  growth  and 
development"  (p.  865). 

"To  cope  is  to  manage  stress 
successfully,  and  coping  responses 
are  presumed  to  reduce  distress 
and/or  improve  one's  situation" 
(p.  114).  [Distinguishes  between 
coping  resources,  styles,  and 
efforts. ] 

"...  a  general  term  to  include 
defense  mechanisms,  active  ways  of 
solving  problems,  and  methods  for 
handling  stress  that  do  not  come 
under  the  heading  of  defense 
mechanisms  and  problem-solving 
methods"  (p.  5). 

" •  •  .  behavior  that  protects 
people  from  being  psychologically 
harmed  by  problematic  social 
experience"  (p.  2). 

"Adaptation  under  very  difficult 
situations"  (p.  44).  [Per  White 
1974.] 


Table  4.2  continued 


73 


Author/Date 


Rutter  1981 


Singer  1984 


Stone  &  Neale  1984 


Venters  1981 


White  1974 


Definitions 

" .  .  .  what  the  person  does  about 
the  stress  situation.  Coping 
mechanisms  include  an  individual's 
attempts  to  directly  alter  the 
threatening  conditions  themselves 
and  the  attempts  to  change  only  his 
appraisals  of  them  so  that  he  need 
not  feel  threatened"  (p.  345). 

Summarizes  two  classical  approaches 
to  the  coping  literature: 

a)  "In  the  context  of  such  a 
physiologic/endocrinologic  view  of 
stress,  coping  is  a  process  that 
modulates  the  neuro-endocrinologic 
functioning"  (p.  2303).  [Per  the 
model  of  Hans  Selye. ] 

b)  "in  the  interact  ionist  view 
.  .  .  coping  is  any  action  or 
belief  that  modifies  some  aspect  of 
the  appraisal  and  evaluation 
process"  (p.  2303).  [Per  the  model 
of  Richard  Lazarus.] 

"Those  behaviors  and  thoughts  which 
are  consciously  used  by  an 
individual  to  handle  or  control  the 
effects  of  anticipating  or 
experiencing  a  stressful  situation" 
(p.  893). 

"...  sum  total  of  all  strategies 
and  patterns  employed  to  deal  with 
a  significant  threat  to  the 
family's  stability"  (p.  290). 
Focuses  specifically  on  the  family. 

"Adaptation  under  relatively 
difficult  conditions"  (p.  49). 
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1983).  For  example,  if  a  person  drank  alcohol  to  excess  in 
response  to  a  loss,  then  that  person  would  have  been  evaluated 
as  "not  coping  well." 

Anthropological  Use  of  Coping 

The  concepts  of  coping  and  adaptation  are  used  widely  in 
anthropology.  In  general,  adaptation  is  associated  with  day 
to  day  adjustments,  while  coping  implies  responses  to  a  cri- 
sis—something beyond  the  ordinary,  like  disasters,  migration, 
and  famine. 

Still,  coping  is  not  defined  clearly  by  anthropologists 
and  is  generally  discussed  as  a  strategy  rather  than  as  a 
process  (Colson  1979;  Colson  1991;  Downing,  Gitu,  &  Kamau 
1989;  Huss-Ashmore  1989).  Hansen  (1986)  referred  to  coping 
strategies  as  conscious  plans.  Coping  strategies,  tactics 
(behavior),  and  buffering  mechanisms  (relationships  or  factors 
that  function  to  promote  adaptation  and  human  survival)  he 
said  are  ways  that  people  react  to  and  adapt  to  crisis. 

Implicit  in  the  use  of  coping  and  adaptation  is  the  idea 
of  a  successful  outcome  .  .  .  some  positive  adjustment  to  the 
environment.  Colson  (1991),  for  example,  says  that  people  who 
survive  displacement  prove  that  they  have  coping  abilities. 
There  is  a  value-ladened  linkage  between  survival  and  coping 
in  this  statement.  The  person  who  migrates  to  another 
location  is  thus  successful  with  coping;  the  refugee  who  turns 
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back  then  is  not  seen  as  a  survivor.  The  efforts  are  not  as 
important  as  the  outcome. 

Consistent  with  the  conflating  of  coping  and  outcomes, 
anthropologists  also  lump  the  coping  process  with  components 
of  that  process,  such  as  cognitive  appraisal.  Colson  (1979) 
is  an  exception.  In  discussing  how  self-reliant  societies 
deal  with  changing  environmental  conditions,  she  notes  that 
the  first  coping  device  is  an  assessment  of  those  conditions. 
Although  she  linked  coping  behaviors  and  appraisal  as  the  same 
process,  she  recognized  the  importance  of  some  type  of 
appraisal . 

Efficacy  of  coping  behaviors  has  not  been  evaluated  in 
terms  of  outcomes.  Nor  has  efficacy  been  linked  to  specific 
functions  of  coping  by  anthropologists,  who  tend  to  deal  with 
society  or  community- level  aggregate  measures  and  not  with 
individual  differences  in  response  to  the  environment  over 
time.  The  model  proposed  by  Lazarus  and  Folkman  offers  the 
best  alternative  approach. 

Historical  Approaches  to  the  Study  of  Coping 

The  first  studies  of  coping  were  done  by  physiologists, 
concentrating  on  stress  responses.1   Selye  (1956)  pioneered 


:In  Chapter  1  of  their  book,  Lazarus  &  Folkman  (1984) 
review  the  concept  of  stress  and  how  it  has  been 
systematically  conceptualized  over  the  years.  Pearlin  (1989) 
reviews  stress  from  a  sociological  perspective.  He  urges  for 
a  critical  analysis  of  stress  and  coping  that  includes  the 
"structural  contexts  of  stress"  (e.g.  social  institutions  and 
statues,  gender,  race,  and  ethnicity). 
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the  study  of  bodily  defenses  against  noxious  stimuli.  His 
theoretical  model,  "The  General  Adaptation  Syndrome,"  was 
widely  used  for  years.  Interest  in  stress  shifted  to  interest 
in  coping  with  stress.  Animal  models  focused  on  the  concepts 
of  arousal,  activation,  or  "drive"  and  the  relationship  to 
coping.  Coping  was  defined  as  acts  that  control  aversive 
environmental  conditions,  resulting  in  lowered  psychophysio- 
logical disturbance  (usually  acts  of  avoidance  and  escape 
behavior).  Minimal  attention  was  paid  to  the  complexities  in 
human  cognitive-emotional  functioning  (Lazarus  &  Folkman 
1984) . 

Studies  of  human  coping  were  grounded  in  the  psycho- 
analytic ego  psychology  model  where  cognition  played  a  major 
role.    In  this  model,  coping  was  defined  as  processes 
(acts /thoughts)   that  individuals  used  to  solve  problems 
(Lazarus  &  Folkman  1984).   The  processes  were  differentiated 
into  a  hierarchy  of  strategies  that  went  from  the  lowest  ego 
processes  (psychotic  levels  of  functioning),  to  ego  defenses 
(neurotic  modes  of  adaptation),  to  the  highest  level  of  mature 
ego  processes  (Lazarus  &  Folkman  1984).   For  example,  in  a 
much  cited  study,  Vaillant  (1977)  used  a  hierarchy  of  ego 
defenses  to  classify  coping  styles  of  male  college  students 
who  were  followed  longitudinally.   Unfortunately,  defining 
coping  to  cognition  ignores  the  importance  of  behaviors  and 
situational  factors. 
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Another  intrapsychic  approach  to  coping  has  been  to 
conceptualize  it  as  a  personality  trait  (Billings  &  Moos 
1981).  Emphasis  is  placed  primarily  on  the  properties  of  the 
person,  with  little  notice  given  to  the  context  of  the 
situation  (Folkman  et  al.  1986).  The  assumption  of  this 
approach  is  that  personality  traits  or  styles  dispose 
individuals  to  cope  in  predictable  ways  over  the  life  course. 
Wheaton  (1983)  investigated  psychiatric  outcomes  using 
personality  traits.  Kobasa,  Maddi,  and  Courington  (1981) 
studied  personality  characteristics  as  mediators  of  the 
stress-illness  relationship. 

The  use  of  personality  traits  or  styles  has  been  widely 
criticized.  Attributional  styles  and  traits  influence  how  a 
person  responds  to  life  events  and  may  be  related  to  coping, 
yet  they  do  not  describe  the  coping  process  (Stone  &  Neale 
1984).  Additionally,  data  are  lacking  on  how  traits  mediate 
an  outcome  with  respect  to  stressors  (Rutter  1981). 

Traits  have  had  very  modest  predictive  value  with  respect 
to  actual  coping  behavior.  Surgical  patients  were  interviewed 
pre-operatively  about  specific  behaviors  toward  the  threat  of 
surgery  and  were  also  administered  a  standard  trait  assessment 
test.  No  correlations  were  found  between  the  traits  and  the 
behaviors.  The  behavior  process  measure  alone  predicted  the 
outcome  variables  of  speed  and  ease  of  surgical  recovery 
better  than  either  the  trait  measure  alone  or  in  combination 
with  the  behavior  measure  (Cohen  &  Lazarus  1973). 
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The  unidiraensional  qualities  of  traits  ignores  the 
complexity  and  variability  in  coping  (Lazarus  &  Folkman  1984). 
Limiting  coping  to  an  analysis  of  traits  reduces  the  idea  of 
coping  to  the  maintenance  of  psychological  equilibrium  and 
does  not  include  active  problem-solving  behavior  directed  at 
avoiding  or  changing  the  situation  (Billings  &  Moos  1981). 

Models  of  Coping 

research  efforts  expanded  to  view  coping  as  a  multi- 
dimensional construct.  Cognitions,  behaviors,  and  contextual 
factors  became  important  variables.  Conceptually  there  was  a 
shift  towards  thinking  that  change  per  se  may  not  be  suffi- 
cient or  necessary  for  the  experience  of  stress  (Menaghan 
1983a).  Research  moved  from  naturalistic  observation 
(Mechanic  1962)  to  process  oriented  research  based  on  larger, 
representative  samples  (Folkman  et  al.  1986;  Mattlin, 
Wethington,  &  Kessler  1990).  However,  most  studies  continued 
to  be  cross-sectional  and  to  ignore  outcome  variables. 

The  Lazarus /Folkman  model  of  stress,  appraisal  and  coping 

In  this  model,  coping  and  cognitive  appraisal  are  two 
processes  that  mediate  stressful  person-environmental 
relations  and  adaptational  outcomes  (Folkman,  Lazarus,  Dunkle- 
Schetter,  De  Longis,  &  Gruen  1986).  Psychological  stress  is 
defined  as  "a  particular  relationship  between  the  person  and 
the  environment  that  is  appraised  by  the  person  as  taxing  or 
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exceeding  his  or  her  resources  and  endangering  his  or  her 
well-being"  (Lazarus  &  Folkman  1984:  19) (see  Figure  4.1). 

There  are  three  main  features  in  this  process  approach  to 
coping.  Actual  behavior  is  observed  and  assessed,  not  what 
the  individual  says  he  or  she  would  usually  do  or  should  do. 
Coping  occurs  within  a  specific  context—that  is,  under 
particular  conditions  to  which  coping  thoughts  and  actions  are 
directed.  Lastly,  the  process  model  indicates  change.  Coping 
thoughts  and  actions  alter  over  time  as  the  contextual  circum- 
stances shift. 

Coping  does  not  occur  randomly.  It  occurs  in  direct 
response  to  continuous  appraisals  and  reappraisals  of  the 
changing  person-environmental  relationships.  Cognitive 
appraisal  is  a  process  that  determines  why  and  to  what  extent 
interactions  between  a  person  and  the  environment  are  relevant 
to  his  or  her  well-being  or  are  stressful  (Folkman  et  al. 
1986).  Understanding  cognitive  appraisal  is  a  step  toward 
explaining  the  processes  between  the  encounter  and  the 
reaction. 

Primary  appraisal  is  an  evaluative  process  to  determine 
whether  the  person  has  anything  at  stake  in  the  encounter.  An 
irrelevant  appraisal  implies  that  the  encounter  carries  no 
implication  for  a  person's  well-being.  If  the  outcome  of  an 
encounter  is  construed  as  positive  then  it  is  seen  as  a  be- 
nign/positive appraisal.  Stress  appraisals  include  harm/loss, 
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Schematic  Representation  of 
Lazarus  and  Folkman  Model  (1984) 
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threat,  and  challenge.  Harm/loss  situations  are  those  in 
which  some  damage  (physical  and/or  psychological)  has 
occurred.  Threat  implies  harms  or  losses  that  are  anticipated 
in  the  future,  thus  allowing  for  anticipatory  coping. 
Contrasting  threat,  with  its  associated  negative  emotions  such 
as  loss  and  fear,  are  challenge  appraisals.  Challenge 
appraisals  focus  on  positive  emotions  and  on  the  potential  for 
gain/growth  in  an  encounter.  Challenge  also  initiates 
anticipatory  coping  (Lazarus  &  Folkman  1984). 

Lazarus  and  Folkman  emphasize  that  challenge  and  threat 
appraisals  are  not  opposite  ends  of  a  continuum.  They  can 
occur  simultaneously  (ex.  job  promotion)  even  though  their 
cognitive  components  (potential  harm  vs.  potential  mastery) 
and  their  affective  components  (positive  vs.  negative 
emotions)  differ.  Appraisals  can  shift  from  challenge  to 
threat  and  vice  versa.  Marris  (1974)  argues  that  meaning  is 
a  crucial  organizing  principle  of  human  behavior  and  as  such, 
makes  sense  of  action  by  providing  reasons  for  it.  Meaning  is 
"a  structure  which  relates  purposes  to  expectations  so  as  to 
organize  actions — whether  the  actions  are  taken  or  only 
thought  about"  (Marris  1974:  vii) .  Clearly,  meaning  is 
essential  to  appraisal  and  to  coping  efforts. 

The  benign/positive  appraisal  is  the  least  we  11 -developed 
aspect  of  primary  appraisal.  The  distinction  between 
benign/positive  and  challenge  appraisal  is  whether  or  not  the 
situation  (person-environmental  transaction)  will  tax  the 
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resources  of  the  individual  (Folkman  1984).  I  believe  that 
challenge  appraisals  implicitly  reflect  a  sense  of  motivation 
and  immediacy  in  action.  Challenge  and  threat  indicate  that 
some  degree  of  vulnerability  or  jeopardy  is  present,  and 
something  needs  to  be  done  to  manage  the  situation. 

Secondary  appraisal  includes  the  evaluative  process  that 
looks  at  available  coping  strategies,  the  likelihood  that  any 
given  coping  option  will  accomplish  what  it  is  supposed  to, 
and  the  possibility  that  one  could  apply  a  particular  strategy 
effectively.  Primary  appraisals  of  what  is  at  stake  and 
secondary  appraisal  of  coping  options  jointly  determine  the 
significance  of  the  stress,  as  well  as  the  strength  and 
quality  or  content  of  the  emotional  reaction.  Reappraisal 
follows  an  earlier  appraisal  and  refers  to  a  changed  appraisal 
based  on  new  information  from  the  environmental  and/or  the 
person  (Lazarus  &  Folkman  1984). 

Both  personal  and  situational  factors  influence 
appraisal.  Two  important  person  factors  are  beliefs  and 
commitments.  Beliefs  can  be  generalized  (such  as  with 
religion)  or  specific  (such  as  belief  in  one  person).  Beliefs 
color  the  individual's  perception  of  an  event.  Beliefs 
regarding  control  (i.e.,  can  the  individual  control  outcomes 
of  importance)  influence  primary  appraisal  (Folkman  1986). 
Rotter's  theory  of  locus  of  control  (1966)  is  applicable  to 
Lazarus  and  Folkman 's  model.  Under  conditions  of  ambiguity  or 
novelty,  these  generalized  control  expectancies  are  thought  to 
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have  their  greatest  influences  (Folkman  1986).  In  situations 
of  environmental  ambiguity,  situational  cues  are  minimal; 
inference  is  needed  to  understand  the  situation;  and,  hence, 
person  factors  have  more  influence  in  determining  the  meaning 
of  the  situation  (Folkman  1986).  Conversely,  in  situations 
with  minimal  ambiguity,  situational  factors  play  a  more 
important  role  than  beliefs/person  factors.  "One's  belief  in 
one's  ability  to  control  an  event  influences  how  that  event  is 
appraised  and,  through  appraisal,  subsequent  coping  activity" 
(Lazarus  &  Folkman  1984:  77). 

Sims  and  Baumann  (1972)  used  the  locus  of  control  theory 
to  compare  coping  with  tornado  threats  in  two  different 
sections  of  the  country  (Illinois  and  Alabama) .  People  living 
in  the  area  of  highest  frequencies  of  tornado-caused  deaths 
(Alabama)  internalized  their  sense  of  control  over  events, 
exhibited  fatalism  and  passivity,  and  were  inattentive  to 
organized  warning  systems.    Illinoisans  were  more  action- 
oriented,  objective,   rational,  and  displayed  features  of  an 
external  locus  of  control.  While  psychological  attitudes  are 
only  one  factor  in  the  outcome  of  the  number  of  deaths  due  to 
tornados,  this  study  was  an  interesting  application  of  the 
model  discussed  above. 

Commitments  refer  to  values,  choices,  and/or  goals  and 
serve  to  determine  what  is  at  stake  in  a  stressful  encounter, 
thus  underlying  choices  people  make .  Together  commitments  and 
beliefs  influence  appraisal  by  a)  determining  how  an  encounter 
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will  influence  well-being,  b)  shaping  a  person's  understanding 
of  the  event,  subsequently  affecting  the  person's  emotions  and 
coping  efforts,  and  c)  providing  the  basis  for  evaluating 
outcomes  (Lazarus  &  Folkman  1984). 

Situational  factors  work  in  concert  with  person  factors 
to  determine  the  extent  to  which  any  event  is  stressful. 
Situational  factors  include  novelty,  predictability,  event 
uncertainty,  and  the  temporal  factors  of  imminence,  duration, 
and  temporal  uncertainty.  Coping  is  determined  both  by 
resources  and  by  constraints  that  mitigate  the  use  of 
resources  (Lazarus  &  Folkman  1984). 

The  coping  model  used  by  Lazarus  and  Folkman  distin- 
guishes two  functions  of  coping:  problem- focused  coping  and 
emotion-focused  coping.  Problem- focused  coping  is  defined  as 
"coping  that  is  directed  at  managing  or  altering  the  problem 
causing  the  distress,"  while  emotion- focused  coping  is  "coping 
that  is  directed  at  regulating  emotional  response  to  the 
problem"  (Lazarus  &  Folkman  1984:  150).  In  most  stressful 
situations,  both  forms  of  coping  are  used,  and  the  appraisal 
of  the  encounter  (e.g.,  whether  one  has  the  potential  for 
control)  determines  the  relative  proportion  of  each  form  used. 
Situations  that  are  appraised  as  unchangeable  favor  emotion- 
focused  coping,  while  problem-focused  forms  of  coping  are  more 
apparent  when  encounters  are  appraised  as  amenable  to  change 
(Folkman  &  Lazarus  1980;  Lazarus  &  Folkman  1984;  Folkman  1986; 
Folkman  et  al .  1986). 


85 
Four  main  coping  modes  were  identified;  information- 
seeking,  direct  action,  inhibition  of  action,  and  intrapsychic 
processes  (Lazarus  &  Launier  1978).   Information  seeking  is 
examining  the  stressful  environment  to  determine  information 
needed  to  reappraise  a  threat  or  damage  (palliative  function), 
as  well  as  information  needed  to  make  a  coping  decision 
(problem-solving  function).   Direct  action  implies  anything 
one  does  (except  cognitively)  to  handle  stressful  encounters. 
Inhibition  of  action  is  holding  back  action  impulses  that 
would  do  harm  in  the  interest  of  other  values.  Regulation  of 
emotion  by  cognitive  processes  are  included  in  intrapsychic 
processes  (Lazarus  1982). 

To  summarize  Lazarus  and  Folkman's  model,  there  are 
several  important  features  that  make  this  model  different  from 
other  coping  models.  It  is  process  oriented,  contextual,  and 
temporal.  Process  implies  change,  unlike  static,  trait- 
oriented  studies  of  coping.  Coping  is  a  conscious  effort  in 
response  to  primarily  psychological  stress  and  does  not 
include  automized  behavior  that  reguires  no  effort.  Examining 
context  illuminates  the  particular  conditions  to  which  coping 
is  directed.  If  context  is  defined  narrowly,  it  becomes 
easier  to  link  the  coping  effort  to  the  contextual  demand. 

There  is  no  a  priori  evaluative  measure  of  "good"  or 
"bad"  coping— coping  is  defined  as  the  efforts  made  to  manage 
demands,  whether  or  not  the  efforts  are  "successful"  as 
measured  by  an  outcome  variable.  Thus,  the  process  of  coping 
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is  separate  from  the  outcome.  Managing  demands  is  different 
also  from  mastering  the  demands,  although  it  may  include  an 
attempt  to  master  the  environment.  Managing  is  a  broader  term 
including  avoiding,  minimizing,  tolerating,  or  accepting  the 
environment.  Lastly,  outcomes  reflect  an  individual's  values, 
goals,  and  expectations  concerning  the  stressful  episode 
(Folkman  et  al.  1986).  Lazarus  and  Folkman  delineate  three 
major  long-term  adaptational  outcomes:  social  functioning, 
morale,  and  somatic  health.  Outcomes  are  specific  to  the 
context  in  which  coping  efforts  occur,  and  I  think  that  until 
the  context  is  defined,  the  generic  groupings  of  biological, 
psychological,  and  social  outcomes  may  be  better  categories  to 
use. 

Additional  models  proposed  for  coping 

Pearlin  and  Schooler  (1978)  also  conceptualized  coping  as 
behaviors  that  individuals  use  to  response  to  social  forces 
that  impinge  on  them.  Anticipating  Lazarus  and  Folkman 
(1984),  they  described  problem- focused  and  emotion-focused 
functions  of  coping.  Another  protective  function  of  coping 
behaviors  operated  by  perceptually  controlling  the  meaning  of 
experience  so  that  it  modified  or  neutralized  the  problematic 
character  of  the  stress.  Other  researchers  also  supported  the 
general  functions  of  coping  as  emotion-focused  and  problem- 
focused  (Mechanic  1962;  Menaghan  1984b;  Murphy  &  Moriarity 
1976). 
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The  individual-environmental  relationship  was  also  linked 
to  coping  in  a  modified  biological  approach  (White  1974). 
Human  adaptation  was  defined  as  an  organism's  ability  to 
successfully  meet  the  challenge  of  an  environment  by  com- 
promising and  remaining  flexible.  Defenses,  coping,  and 
mastery  were  strategies  of  adaptation,  yet  coping  was  defined 
as  "adaptation  under  relatively  difficult  conditions"  (p.  49). 
This  model  was  problematic  in  two  regards .  Adaptation 
occurred  only  when  efforts  were  successful.  Secondly,  a 
component  of  adaptation  (coping)  was  then  defined  as  the 
process  of  which  it  was  a  part. 

Heller  and  Swindle  (1983)  proposed  a  model  of  social 
support  and  coping  that  utilized  the  early  work  of  Lazarus  and 
colleagues,  but  their  emphasis  was  on  social  support  and  not 
on  coping.  Their  model  elaborated  a  transactional  model  of 
coping  using  cognitive  appraisal  leading  to  reaction  patterns 
(support-seeking  and  other  coping  behaviors).  While  similar 
to  Lazarus  and  Folkman  in  discussing  a  longitudinal  process, 
they  failed  to  distinguish  between  the  coping  process  and 
adjustment  outcomes . 

One  distinct  model  of  "helping  and  coping"  (Brickman  et 
al.  1982)  was,  in  fact,  not  a  model  of  coping.  Rather,  it 
outlined  four  general  models  describing  patterns  of  attri- 
bution of  responsibility  for  a  problem  and  attribution  of 
responsibility  for  a  solution.  Coping  was  neither  defined  nor 
described  in  any  manner  that  would  allow  for  measurement. 
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Outcome  measures  were  indirectly  suggested  for  clinical  use 
(e.g.,  such  as  whether  help  givers  would  "burn  out"  using  one 
model  over  the  other  models),  but  there  were  no  discrete 
categories  of  outcomes  associated  with  the  models. 

Contrasting  the  transactional  models  of  coping  that 
stress  conscious  process,  Leventhal,  Nerenz,  &  Steele  (1984) 
suggested  a  model  of  coping  with  health  threats  that  works  at 
both  the  autonomic  intrapsychic  level  and  the  volitional 
level.  The  model  outlined  a  self -regulating  processing  system 
built  on  the  theme  that  individuals  are  motivated  to  regulate 
or  minimize  their  health-related  risks  and  to  act  to  decrease 
health  threats  in  a  manner  consistent  with  their  perception  of 
the  threat. 

Empirical  Testing  of  the  Coping  Process 

Research  on  the  coping  process  has  followed  different 
research  agendas.  Attention  was  given  to  the  situational 
determinants  of  coping.  Coping  responses  and  social  resources 
were  studied  as  intervening  processes  mediating  the  effect  of 
life  events  on  personal  functioning  in  a  representative  adult 
community  sample  (Billings  &  Moos  1980).  Respondents 
indicated  a  recent  (length  of  time  not  indicated)  personal 
crisis  or  stressful  life  event  and  answered  questions 
regarding  the  type  of  coping  used.  Stressful  life  events 
included  being  diagnoses  with  illness,  experiencing  a  death, 
having  economic  difficulties,  dealing  with  children,  and 
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miscellaneous  categories.  Methods  of  coping  were  grouped  into 
active-cognitive,  active-behavioral,  and  avoidance.  Foci  of 
coping  items  were  classified  into  problem- focused  and  emotion- 
focused,  per  Lazarus.  Data  were  also  collected  on  negative 
life  change  events,  social  resources,  and  three  mood  and 
symptom  dimensions  (anxiety,  depression,  and  stress-related 
physical  symptoms)  that  were  measured  as  outcome  variables. 
This  research  did  not  address  cognitive  appraisal.  Active- 
behavioral  and  active-cognitive  strategies  were  used  more  than 
avoidance.  Problem-focused  coping  was  used  most  in  dealing 
with  illness  and  least  with  death. 

Contextual  factors  were  also  studied  in  a  sample  of  100 
community-residing  men  and  women  in  an  effort  to  understand 
how  they  coped  with  the  stressful  events  of  daily  life 
(Folkman  &  Lazarus  1980).  Health  related  stressors  used  more 
emotion-focused  coping,  while  work  and  family  stressors 
required  more  problem-solving  coping.   Gender  and  age  were 
also  considered  as  potential  influences  on  coping,  and  there 
were  no  effects  seen  with  age.  Emotion-focused  coping  did  not 
show  gender  differences.  Men  used  more  problem-solving  coping 
at  work.   Overall  gender  differences  were  small.   This  study 
served  also  to  show  that  both  forms  of  coping  were  generally 
involved.   Consistent  with  the  results  of  the  above  study, 
Folkman  et  al.  (1986)  demonstrated  that  problem-solving  coping 
was  used  more  at  work. 
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McCrae  (1984)  generalized  context  into  type  of  stress 
experienced:  loss,  threat,  and  challenge.  Summarizing  two 
studies  that  he  completed,  he  found  that  the  type  of  stress 
had  a  significant  and  consistent  effect  on  the  choice  of 
coping  mechanisms.  In  response  to  a  life  event  questionnaire 
that  the  subjects  completed,  events  were  categorized  as  either 
a  loss,  a  threat,  or  a  challenge.  Individuals  who  faced  a 
threat  took  concrete  actions,  sought  help  and  persevered  in  a 
course  of  action.  Persons  who  faced  a  loss  expressed 
feelings,  and  challenge  inspired  a  wide  range  of  coping 
strategies.  Outcome  measures  were  not  evaluated.  Billings  & 
Moos  (1981)  also  noted  few  active  and  task-oriented  responses 
in  coping  with  a  death. 

A  second  area  of  research  centered  on  whether  coping  was 
related  to  appraisal.  There  was  general  agreement  that  forms 
of  coping  varied  with  what  was  at  stake.  Problem-focused 
coping  occurred  more  often  in  situations  where  the  person 
appraised  the  situation  as  being  changeable  or  where  more 
information  was  needed.  Emotion-focused  coping  was  used  more 
often  in  situations  that  had  to  be  accepted  (Folkman  &  Lazarus 
1980;  Folkman  et  al.  1986;  Mattlin,  Wethington,  &  Kessler 
1990).  For  example,  religion  (emotion-focused  coping)  was 
used  more  commonly  with  long-term  illness  or  the  death  of  a 
loved  one  (Mattlin,  Wethington,  &  Kessler  1990). 

A  third  area  of  research  interest  was  in  determining 
whether  situational  determinants   influenced  efficacy  of 
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outcomes.  This  area  is  least  studied.  Coping  efforts  were 
seen  to  decrease  the  emotional  distress  associated  with 
relatively  enduring  social  strains  (Pearlin  &  Schooler  1978). 
A  representative  sample  of  2300  adults  was  interviewed  about 
potential  life  strains  in  the  common  social  role  areas  of 
marriage  partner,  household  economic  manager,  parent,  and 
worker.  Data  were  elicited  regarding  the  coping  repertoires 
people  employed  in  dealing  with  the  roles,  the  emotional 
stresses  that  they  felt,  and  the  extent  to  which  they  felt 
depressed  and  anxious.  The  most  efficacious  coping  was  in 
marriage  and  child-rearing  roles,  while  the  least  efficacious 
was  in  occupational  roles.  Researchers  asked  for  subjects' 
normal  approaches  to  role  strains  (more  similar  to  trait 
research),  and  did  not  measure  actual  behaviors.  However,  it 
was  one  of  a  few  studies  that  identified  demographic  variables 
associated  with  effective  coping.  Men,  the  educated,  and  the 
affluent  made  greater  use  of  more  effective  coping  strategies. 
Effective  coping  strategies  were  also  more  prevalent  among 
those  with  more  education  and  higher  income  in  another  study 
(Billings  &  Moos  1981). 

Specific  coping  strategies  were  also  evaluated  in  terms 
of  efficacy  of  outcomes.  Folkman  et  al.  (1986)  studied  intra- 
individuals  across  five  stressful  encounters.  Subjects  (n  ■ 
85)  were  interviewed  once  a  month  for  six  months,  and  self- 
report  data  were  used  to  determine  the  most  stressful 
encounter  the  subject  had  during  the  previous  week.   Outcomes 
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were  deemed  satisfactory  or  unsatisfactory  by  the  subjects. 
Unsatisfactory  outcomes  were  associated  with  what  Folkman  et 
al.  call  Confrontive  coping  (a  type  of  coping  behavior  in 
their  Ways  of  Coping  Checklist) .  Satisfactory  outcomes  were 
seen  with  problem-solving  strategies.  Billings  and  Moos 
(1980)  found  also  that  active  attempts  to  deal  with  an  event 
and  less  use  of  avoidance  were  associated  with  less  stress. 
Small,  but  consistent  findings  in  their  study  showed  that 
women  were  more  likely  to  use  avoidance  coping. 

Other  studies  have  shown  that  use  of  versatile  coping 
strategies  was  associated  with  positive  outcomes  (i.e.,  fewer 
self-reported  symptoms  of  anxiety  and  depression) ,  while 
passive  coping  (empirically  generated  coping  profile  of 
individuals  who  report  little  use  of  six  standard  coping 
strategies:  avoidance,  positive  reappraisal,  religion,  active 
cognitive,  active  behavioral,  and  social  support)  was 
associated  with  positive  emotional  adjustment  to  chronic 
difficulties.  Effective  strategies  were  use  of  religion, 
active-behavioral  coping,  and  versatile  coping.  Avoidance, 
cognitive  reappraisal,  and  active  cognitive  coping  were  less 
efficacious.  Reappraisal  was  associated  with  negative 
emotional  adjustment  if  the  thinking  was  not  in  concert  with 
active  behaviors  to  try  to  change  the  situation  (Mattlin, 
Wethington,  &  Kessler  1990). 

In  contrast  to  the  above  findings  reflecting  satisfactory 
outcomes  associated  with  problem-solving  strategies,  problem- 
oriented  strategies  and  denial  were  not  effective  in  coping 
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with  a  unique,  chronic  stressor  (Collins,  Baum,  &  Singer 
1983).  A  random  sample  of  70  adults  was  studied  to  see  the 
effectiveness  of  different  coping  styles  in  response  to  the 
chronic  stress  of  living  near  the  site  of  the  Three  Mile 
Island  nuclear  plant.  Coping  strategies  were  measured  with 
the  Ways  of  Coping  Checklist  (Folkman  &  Lazarus  1980).  The 
Symptom-90  Checklist  measured  psychological  outcomes, 
behavioral  outcomes  were  measured  by  proofreading  and  an 
embedded  figures  task,  and  biochemical  stress  outcomes  were 
measured  by  urinary  catecholamines.  Emotional-focused  coping 
saw  better  task  completion  and  reappraisal-based  emotional 
management  was  more  effective  in  decreasing  the  psychological 
and  behavioral  consequences  of  stress.  Neither  emotional  nor 
problem-oriented  coping  had  any  effect  on  the  biochemical 
outcome  measure . 

These  findings  supported  the  notion  that  emotion-focused 
coping  is  more  often  associated  with  situations  appraised  as 
unchangeable.  The  authors  concluded  that  reappraisal  was  more 
effective  in  decreasing  the  emotional  outcomes  of  a  chronic 
stress  because  it  was  more  sensitive  to  changes  over  time.  It 
assisted  the  individual  to  create  a  benign  structure  from 
which  to  view  one's  plight.  Perceptions  regarding  changea- 
bility of  the  situation  itself  appear  to  influence  whether 
reappraisal  is  associated  positively  or  negatively  with 
emotional  outcomes . 
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Coping  has  also  been  evaluated  in  terms  of  consistency  in 
individual  patterns.  Results  have  been  inconclusive  as  to 
whether  there  is  consistency  in  coping  patterns  between 
persons,  and  within  an  individual's  responses  to  stress.  Some 
findings  indicate  that  for  individual  responses,  there  is 
generally  more  variability  than  consistency  (Folkman  &  Lazarus 
1980;  Pearlin  &  Schooler  1978).  However,  for  the  small  number 
of  people  who  demonstrated  intra-individual  consistency,  there 
was  great  variability  among  episodes  with  respect  to  their 
context,  who  was  involved,  and  how  they  were  appraised 
(Folkman  &  Lazarus  1980). 

Others  have  found  weak  positive  associations  between 

certain  situations  producing  similar  patterns  of  coping  for 

aggregate  data  (Mattlin,  Wethington  &  Kessler  1990;  Stone  & 

Neale  1984) .  One  study  examined  patterns  in  the  aggregate  and 

found  moderate  uniformity  in  the  coping  patterns  associated 

with  events.    However,   the  authors  cautioned  that  the 

frequency  with  which  the  coping  strategies  were  used,  the 

temporal  variations  in  coping  processes,  and  the  importance  of 

situation-specific  responses  was  not  obtainable  from  their 

data  and  these  factors  may  alter  the  observed  patterns 

(Billings  &  Moos  1980).   Whether  or  not  consistent  coping 

methods  are  used,  there  has  been  general  support  for  the  idea 

that  both  emotion-focused  and  problem- focused  styles  are  used 

to  manage  problems  (Folkman  &  Lazarus  1980;  Stone  &  Neale 

1984). 
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Methodological  designs  need  to  be  improved  before  the 
variability  vs.  consistency  issue  can  be  more  reasonably 
examined.  Most  studies  use  a  cross-sectional  design,  which 
excludes  determining  temporal  patterning.  A  one-time 
interview  does  not  offer  information  on  a  changing  process. 

Examining  specific  strategies  within  the  categories  of 
emotion-focused  and  problem- focused  coping  would  offer  more 
information  as  to  patterns  of  coping.  Other  functions  of 
coping  such  as  whether  it  is  used  to  solve  or  deter  a  problem, 
or  whether  coping  is  self-directed  or  other-directed  would 
enhance  the  possibility  of  observing  coping  styles  (Folkman  & 
Lazarus  1980) . 

Studies  are  needed  to  examine  how  similarly  people  cope 
with  diverse  stressful  encounters  over  time  (Folkman  et  al. 
1986).  Pearlin  &  Schooler  (1978)  advocate  studying 
individuals  exposed  to  the  same  role  strain  (e.g.,  parents  of 
children  with  cancer  during  hospitalization  periods)  to  see 
whether  the  coping  process  makes  a  difference  in  the  amount  of 
stress  experienced.  This  design  would  require  that  other 
variables,  such  as  demographics,  be  carefully  controlled.  The 
question  that  remains  unanswered  at  this  time  is  whether 
coping  is  so  specific  to  situational  and  person  factors  that 
regularities  can  not  be  observed. 
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Family  Stress  and  Coping 

This  section  will  first  summarize  research  concerning 
family  response  to  stress  and  coping.  It  will  then  present 
research  findings  specific  to  the  situation  of  childhood 
cancer. 

Family  reaction  to  stress 

Pioneering  work  in  the  area  of  family  stress  was  done  by 
Hill  (1949)  on  war-induced  separation  and  reunion.  As 
discussed  by  McCubbin  et  al .  (1980)  and  McCubbin  and  Patterson 
(1983),  Hill's  model  outlined  theoretical  statements 
concerning  both  the  period  of  crisis  and  the  post-crisis 
adjustment.  The  stressor  event  and  hardships  (A)  interacts 
with  the  family's  crisis  meeting  resources  (B),  to  interact 
with  the  family's  definition  of  the  event  (C),  which  all 
produce  the  crisis  (X).  Post-crisis  family  adjustment 
involves  a  period  of  dis-organization,  an  angle  of  recovery, 
and  a  new  level  of  organization  (McCubbin  et  al.  1980).  Burr 
(1973,  referenced  in  McCubbin  et  al .  1980)  modified  the  ABCX 
theory  and  incorporated  the  concepts  of  family's  vulnerability 
to  stress  and  regenerative  power  of  the  family  into  Hill's 
model . 

McCubbin  and  Patterson  (1983)  advanced  the  ABCX  model  to 
a  more  detailed  examination  of  the  process  components  of 
family  behavior  in  response  to  a  stressor  and  crisis,  called 
the  Double  ABCX  model.   Similar  to  the  theory  proposed  by 
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Lazarus,  family  stress  was  defined  as  a  state  "which  arises 
from  an  actual  or  perceived  demand-capability  imbalance  in  the 
family's  functioning  and  which  is  characterized  by  a 
multidimensional  demand  for  adjustment  or  adaptive  behavior" 
(McCubbin  &  Patterson  1983:  9).  This  model  focused  on  family 
adaptation  as  the  central  concept  .  .  .  family  adaptation 
signifying  the  outcome  of  family  efforts  to  achieve  a  new 
level  of  family  functioning. 

Family  adaptation  was  a  hazy  concept  used  to  describe  a 
continuum  of  outcomes  reflective  of  a  balanced  "fit"  at  the 
member-to-family  and  family-to-community  levels.  A  positive 
outcome  (bonadaptation)  was  seen  as  balanced  family  func- 
tioning resulting  in  family  independence  and  a  sense  of 
control  over  environmental  influences,  and  the  continued 
promotion  of  both  member  development  and  family  unit 
development.  Maladaptation  implies  a  continued  imbalance  in 
family  functioning  regarding  family  integrity,  health  and 
development  of  it's  members,  and  a  loss/decline  in  family 
autonomy  and  independence. 

The  adjusted  model  elaborated  on  the  post-crisis  period 
describing:  (a)  the  "pile-up"  (aa  Factor);  (b)  existing  and 
expanded  family  resources  (bB  Factor);  (c)  the  meaning  the 
family  imparts  to  the  situation,  including  the  identification 
of  the  stressor  thought  to  cause  the  crisis,  concurrent 
stress/strains,  resources,  and  appraisals  of  needed  action  to 
correct  the  situation  (cc  Factor);  (d)  adaptive  family  coping 
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involving  the  interaction  of  resources,  perceptions,  and 
behaviors  (no  small  letters  in  model  for  this  factor);  and 
(e)  family  adaptation  (xx  Factor). 

The  model,  although  represented  as  linear  stages,  was  not 
conceived  as  linear,  but  as  processual.   Families  may  not 
proceed  directly  through  all  the  stages  to  adaptation. 
Sociocultural,  situational,  and  developmental  stressors  are 
considered  influences  to  the  process.  Compared  to  the  Lazarus 
and  Folkman  model  (1984),  perception  is  similar  to  the  idea  of 
primary  appraisal,   and  resources   (bB)   sound  similar  to 
secondary  appraisals.  Coping  is  conceptualized  as  adjustment 
strategies,   including   avoidance   (deny/ignore   stressor), 
elimination  (change  or  remove  the  stressor),  and  assimilation 
(efforts  to  accept  demands).   Outcome  is  labeled  adjustment.2 
This  model  has  some  limitations.   Family  adaptation  was 
not  yet  a  clearly  defined  and  operationalized  set  of  measures 
(McCubbin  &  Patterson  1983).   Additionally,  any  attempt  to 
measure  pre-crisis  family  adaptation  was  lacking.  An  assump- 
tion of  the  model  was  that  family  functioning  is  relatively 


McCubbin  and  Patterson  (1983)  used  the  model  to  describe 
families  reactions  to  crises  over  an  extended  period  of  time. 
They  titled  the  process  "FARR,  Family  Adjustment  and 
Adaptation  Response."  Adaptation  included  resistance, 
restructuring  and  consolidation.  Resistance  implied  the  stage 
of  denial  of  the  crisis  event  until  the  point  at  which  reality 
overwhelmed  the  denial  mechanisms  and  crisis  ensued. 
Restructuring  involved  the  alteration  of  family  functioning: 
reallocating  family  roles,  seeking  support,  and  efforts  to 
manage  the  demands  of  the  crisis.  Consolidation  was  the 
period  during  which  families  attempted  to  restore  stability  to 
the  family  system. 
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stable  in  the  pre-crisis  period,  although  it  was  noted  that 
"the  family  could  be  anywhere  along  the  adaptation  con- 
tinuum ...»  (p.  22).   A  weakness  of  this  model  was  the 
absence  of  some  measure  of  pre-crisis  functioning,  although  in 
most  situation,  that  data  would  be  retrospective  and  self- 
reported,  both  of  which  create  measurement  problems.  Without 
some  assessment  of  pre-crisis  responses  to  stress,  problem- 
solving  abilities,  and  cohesion  of  the  family,  our  analysis  of 
current  family  functioning  may  be  limited.   Pre-crisis  data 
would  assist  predictions  and  hypotheses  on  the  types  of 
families  that  adjust  and  accommodate  faster,  or  those  families 
that  need  to  be  targeted  for  special  intervention. 

Also  lacking  in  the  model  is  the  long-term  perspective. 
Do  the  authors  mean  to  imply  that  'crisis'  is  not  over  until 
the  family  either  reaches  bonadaptation  or  maladaptation?  If 
so,  then  for  many  different  non-normative  events,  the  term 
"crisis"  takes  on  a  new  meaning,  with  an  extended  temporal 
focus,  rather  than  having  a  connotation  of  a  relatively  short- 
term  event.  For  example,  I  would  find  it  difficult  to  label 
the  family  of  a  child  with  leukemia  in  "crisis"  if  the  child 
was  in  the  30th  month  of  a  36  month  treatment  regime,  doing 
well  medically,  and  attending  school,  and  if  the  parents  had 
resumed  their  social  life.  Perhaps  then  this  would  be 
bonadaptation.  I  would  suggest  that  the  term  normalization 
would  be  more  appropriate  for  these  activities  in  this  type  of 
a  non-normative,  extended  situation.   If  I  chose  the  term 
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bonadaptation  to  describe  the  family,  then  how  would  I  label 
the  remaining  6  months  of  treatment,  which  creates  major 
stress  for  the  family  as  the  child  nears  the  end  of  treatment. 
Would  this  time  be  a  "new  crisis"?  Clearly  applying  the  model 
as  it  is  would  be  difficult  until  the  indicators  are  more 
fully  operationalized. 

Using  the  FARR  model,  additional  research  was  completed 
which  examined  a  multivariate  model  of  factors  that  affect 
family  response  to  the  accumulation  of  normative  and  non- 
normative  stressor  life  events  (Lavee,  McCubbin,  &  Olson 
1987).  LISREL  VI  was  used  to  analyze  data  from  1,140  families 
to  describe  a  multivariate  path  model  of  family  well-being 
following  pileup  of  demands,  both  in  normative  and  non- 
normative  situations. 

In  this  research,  coping  was  not  defined.  However, 
"sense  of  coherence"  was  identified  as  a  coping  resource. 
Their  definition  of  sense  of  coherence  was  derived  from 
Antonovsky  (1979).  It  referred  to  being  confident  that 
environments  are  predictable  and  thus,  things  will  work  out  as 
well  as  is  reasonable  to  expect.  Coping  was  measured  by 
F-COPES,  an  instrument  that  asks  for  agreement  with  30 
statements  that  describe  shared  family  coping  strategies. 
Husbands'  and  wives'  perspectives  were  computed  as  a  family 
score  by  averaging  their  individual  scores. 

Results  indicated  that  intrafamily  strain  was  intensified 
by  life-events  and  transitions.    Family  well-being  was 
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affected  negatively  by  intra-family  strain.  Marital  adjust- 
ment and  perceived  well-being  was  negatively  affected  by 
family  strain.  A  surprising  finding  was  that  family  strain 
increases  a  positive  appraisal  of  the  situation.  When 
controlled  for  marital  adjustment,  sense  of  cohesion  was 
enhanced  by  strain.  Sense  of  coherence  functioned  as  a 
stress-buffer,  as  it  reduced  the  total  effect  of  strain  on 
family  well-being.  The  authors  concluded  that  marital 
adjustment  was  an  indirect  mediator  factor  in  decreasing 
strain  on  family  well-being,  while  appraisal  of  the  situation 
played  a  direct  stress-buffering  role. 

Family  coping 

McCubbin  et  al.  (1980)  reviewed  a  decade  of  the 
literature  in  family  stress  and  coping.  The  comprehensive 
review  focused  on  how  the  field  had  advanced  knowledge  using 
Hill's  ABCX  framework.  Concentrated  areas  of  research  were 
identified  as  (1)  the  nature  and  importance  of  social  support 
and  coping;  (2)  family  responses  to  both  non-normative  and 
normative  events;  and  (3)  the  importance  and  nature  of  family 
psychological  resources  and  perceptions. 

Coping  behavior  was  viewed  as  managing  various  dimensions 
of  family  life  simultaneously:  1)  maintaining  communication 
and  family  organization,  2)  promoting  individual  independence 
and  self-esteem,  3)  maintenance  of  family  bonds  of  coherence 
and  unity,  4)  maintenance  and  development  of  social  supports 
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in  interactions  with  the  community,  and  5)  maintaining  effects 
to  limit  the  amount  of  family  unity  change  and  controlling  the 
impact  of  the  stressor  (McCubbin  et  al.  1980:  865).  These 
dimensions  were  not  operationalized  and  the  review  did  not 
consider  outcomes  appropriate  for  family  studies.  Coping 
"behaviors"  were  not  described.  The  above  dimensions  of 
family  life  included  both  resources,  (social  supports),  goals 
of  coping  (to  maintain  something),  and  outcome  measures  (self- 
esteem)  .  A  better  way  to  understand  this  would  be  that  the 
above  dimensions  are  five  functions  of  coping  in  family  life. 

The  authors  observed  a  concern  in  the  literature  that 
received  little  notice  elsewhere.  In  their  discussion  section 
on  family  resources,  they  acknowledged  the  problems  associated 
with  the  variable  of  perception.  Subjective  in  nature, 
perception  is  difficult  to  measure  accurately.  The  authors 
remarked  that  "at  the  family  level,  the  source  of  perception 
is  often  unclear"  (McCubbin  et  al.  1980:  862).  Perception 
remains  problematic  in  regard  to  whether  it  is  measured  on  an 
individual  basis  and  reported  as  a  "family"  perception,  or 
whether  individual  perceptions  can  be  summed  as  an  average 
consensus  for  a  family.  The  authors  offered  no  suggestion  for 
adequate  measurement  of  perception. 

Additionally,  the  authors  recognized  that  coping  may 
itself  be  a  source  of  stress.  Few  of  the  papers  in  the  coping 
field  adequately  address  this  issue,  although  in  the  1980 's, 
it  had  begun  to  be  recognized  as  a  concern,  particularly  as  it 
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relates  to  the  provision  of  social  support  (Tilden  &  Galyen 
1987;  Wellman  1981) . 

Coping  with  childhood  illness 

As  with  the  general  coping  literature,  coping  in  this 
specific  literature  is  ill-defined  and  the  measurement  of 
coping  reflects  the  outcome  that  it  is  attempting  to  predict. 
Numerous  variables  were  assumed  to  be  related  to  coping  in 
parents  of  chronically  ill  children.  Person  variables 
included  personality  structure  and  coping  disposition,  ade- 
quacy of  previous  coping  efforts,  age  of  child,  and  physical 
condition  of  child.  Environmental  variables  included  the 
coping  of  other  family  members,  concurrent  stresses,  sibling 
problems,  adequacy  of  support,  financial/economic  factors, 
role  of  religion,  and  the  openness  of  communication  from  the 
medical  staff  (Kupst  et  al.  1982). 

Coping  behaviors  that  were  thought  to  be  associated  with 
positive  outcomes  included  open  family  communication,  living 
in  the  present,  affirmation  of  life,  treating  the  child  as 
normal,  and  having  a  philosophical  outlook  that  gave  meaning 
to  the  illness  (Kupst  et  al .  1982).  Figley  (1983)  listed  ten 
additional  characteristics  (he  did  not  label  them  coping 
behaviors)  which  he  thought  differentiated  functional  and 
dysfunctional  coping  in  families.  Those  characteristics  were: 
1)  ability  to  identify  the  stressor,  2)  viewing  the  situation 
as  a  family  problem,  3)  using  a  solution-oriented  approach  to 
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the  problem  rather  than  simply  blaming,  4)  showing  tolerance 
for  other  family  members,  5)  clear  expression  of  commitment  to 
and  affection  for  other  family  members,  6)  evidence  of  high 
family  cohesion,  7)  evidence  of  considerable  role  flexibility, 
8)  appropriate  utilization  of  resources  inside/outside  the 
family,  9)  lack  of  over  or  covert  physical  violence,  and 
10)  lack  of  substance  abuse  (Figley  1983:  18). 

Marital  adjustment 

Marital  adjustment  is  a  particular  concern  to  researchers 
working  with  families  experiencing  chronic  illness  in  chil- 
dren.  Divorce  rates  were  found  to  be  no  higher  in  families 
experiencing  chronic  childhood  illness  than  in  the  population 
at  large  (Lansky  et  al .  1978;  Sabbeth  &  Leventhal  1984). 
Marital  distress  was  noted  to  be  higher  in  parents  of 
chronically  ill  children,  and  the  cancer  group  had  higher 
rates  than  the  hemophiliac  children  (Cairns  &  Lansky  1980; 
Sabbeth  &  Leventhal  1984).    The  Lansky  study  (1978)  was 
pioneering  and  helped  to  dispel  the  commonly  held  clinical 
view  that  all  parents  of  children  with  chronic /terminal 
illness  divorced.    Unfortunately,  these  studies  were  not 
linked  to  coping  or  to  any  theoretical  models  that  might  have 
explained  the  outcomes. 
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Coping  patterns 

Cystic  fibrosis  (CF)  has  been  studied  as  a  "typical" 
chronic  childhood  illness.  McCubbin  et  al.  (1983)  studied  100 
families  with  children  with  CF  to  determine  whether  coping 
patterns  existed  that  parents  used  to  manage  when  a  child  has 
chronic  illness.  Parental  responses  to  behavior  items  on  the 
Coping  Health  Inventory  for  Parents   (CHIP)   were  factor 
analyzed  and  three  patterns  emerged:  a)  maintaining  family 
integration,  cooperation,  and  an  optimistic  definition  of  the 
situation  (Coping  Pattern  I);  b)  maintaining  social  support, 
self-esteem,  and  psychological  stability  (Coping  Pattern  II); 
and   c)   understanding   the   medical   situation   through 
communication  with  other  parents  and  with  the  medical  staff 
(Coping  Pattern  III).   These  patterns  were  compared  to  the 
adjustment  outcome  measures  of  improvements  in  the  child's 
health,  and  adaptive  family-life  dimensions  of  cohesiveness, 
expressiveness,  conflict  resolution,  organization,  and  control 
(as  measured  by  the  Moos  Family  Environment  Scale).   Both  the 
mother's  and  the  father's  scores  significantly  related  to  the 
child's  health  status.   The  mother's  three  coping  patterns 
were  associated  with  the  family  interpersonal  relationships 
dimensions  of  family  life.  The  father's  use  of  patterns  I  and 
III  were  associated  with  the  system  maintenance  dimensions  of 
family  life.  Family  income  was  also  positively  related  to  the 
father's  coping  efforts. 
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Venters  (1981)  also  studied  families  with  children  with 
CF,  attempting  to  identify  family  coping.  She  wanted  to  study 
long-term  coping  but  gathered  data  at  only  one  point  in  time. 
Data  were  retrospective  and  self -reported.  Family  functioning 
was  the  outcome  variable,  and  it  was  not  operationalized. 
Families  were  somehow  divided  into  categories  of  high,  medium, 
and  low  functioning.  All  single  parent  families  fell  into  the 
category  of  low  functioning.    Positive  functioning  was 
significantly  related  to  sharing  burdens  among  family  (x2  = 
21.06,  d.f.  =  2,  p<0.001)  and  outsiders  (x2  =  9.67,  d.f.  =  2, 
p<0.01),  and  coping  by  endowing  illness  with  meaning  (x2  = 
31.61,  d.f .=2,  p<0.001) . 

Anxiety  and  physical  symptoms  were  measured  as  outcome 
variables  in  mothers  of  seriously  ill  children  in  the  hospital 
(Wyckoff  &  Erickson  1987).  The  trait  of  anxiety,  self- 
reported  coping  skills,  and  SES  were  related  to  the  outcome 
measures . 

Coping  with  Childhood  Cancer 
Coping  strategies 

Challenges  of  childhood  cancer  (stresses),  coping 
strategies,  and  sources  of  support  were  studied  in  families 
experiencing  childhood  cancer  (Chesler  &  Barbarin,  1987). 
Ninety-five  parents  were  interviewed  at  one  period.  Retro- 
spective, self -report  data  were  gathered.  The  intent  of  the 
study  was  to  describe  coping  strategies  used  and  not  to  judge 
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their  effectiveness,  so  which  parents  coped  better  was  not 
judged.  Using  content  analysis,  externally-directed 
strategies  used  to  cope  were  identified  as  searching  for 
information,  problem-solving,  and  searching  for  help. 
Internally-directed  strategies  were  denial,  acceptance, 
maintenance  of  emotional  balance,  optimism,  and  reliance  on 
religion.  While  the  book  offered  a  more  comprehensive 
description  of  the  experiences  parents  have  in  parenting  a 
child  with  cancer,  it  offered  little  in  terms  of  predictive 
ability  in  understanding  the  process  of  coping.  Most  of  the 
data  were  qualitative  and  did  not  result  in  theoretical 
paradigms  or  causal  models. 

Consistency  in  coping 

While  actual  coping  behaviors  were  not  identified  in  most 
studies,  consistency  in  coping  patterns  were  reported  (Fife, 
Norton  &  Groom  1987;  Spinetta  et  al.  1988).  Consistency  was 
reported  for  both  individual  and  family  level  coping  over 
periods  of  time  that  ranged  from  one  year  to  five  years.  In 
contrast,  Kupst  et  al.  (1982)  reported  no  common  patterns  of 
coping  were  found  in  parents  of  children  with  cancer  who  were 
interviewed  at  diagnosis  and  at  one  year  after  diagnosis. 

Longitudinal  studies 

Several  studies  attempted  to  measure  family  adaptation 
over  time.  A  frequently  cited  series  of  studies  (Kupst  et  al. 
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1982;  Kupst  et  al .  1984;  Kupst  &  Schulman  1988)  focused  on 
families  of  children  diagnosed  with  leukemia  to  determine  pat- 
terns of  coping  over  a  6  year  period  after  diagnosis.  Parents 
were  administered  the  California  Psychological  Inventory 
(CPI).   Coping  was  measured  by  the  Summed  Coping  Score  of  the 
CPI  and  the  Family  Coping  Scale.   The  Family  Coping  Scale  was 
a  subjective  rating  by  the  physicians  and  nurses  concerned 
with  emotional  reactions  to  the  illness,  cognitive  under- 
standing of  the  realities  and  implications  of  the  illness,  and 
behavioral  reactions.  The  Current  Adjustment  Rating  Scale  (a 
Likert-type  scale)   assessed  current  functioning   (overall 
adjustments,  recent  changes,  ability  to  work  productively), 
current  satisfactions  (with  life,  work,  relationships,  leisure 
activities),  and  aspects  of  social  stimulus  value — likability 
(Kupst  et  al.  1982).   Throughout  the  study,  "coping"  was 
simultaneously  used  with  "adjustment."   Coping  was  dichoto- 
mized to  "well"  versus  "not  well." 

At  the  end  of  year  one,  the  most  common  coping  behaviors 
were  anxiety  and  realistic  appraisal.  Family /marital  problems 
related  to  negative  coping  and  higher  occupational  status  was 
associated  with  successful  coping  (Kupst  et  al .  1982).  After 
two  years,  mothers  most  commonly  used  realistic  appraisal  and 
talking  about  problems  to  cope,  and  fathers  remained  silent. 
Variables  related  to  coping  included:  quality  of  marital/ 
family  relationships,  previous  coping  with  illness,  coping  of 
other  family  members,  adequacy  of  support  systems,  lack  of 
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additional  stresses,  open  communication  within  the  family,  and 
an  attitude  of  living  in  the  present  (Kupst  et  al.  1984). 
After  six  years,  coping  abilities  showed  significant 
improvements  over  time.  With  the  exception  of  attitude,  the 
same  variables  as  at  year  two  were  correlated  with  coping. 
Due  to  the  confounding  of  coping  and  outcome  measures,  these 
results  are  difficult  to  interpret. 

Thirty-four  families  (33  mothers,  27  father,  31  siblings 
and  13  patients)  experiencing  childhood  leukemia  were  inter- 
viewed several  times  over  one  year  to  examine  the  effects  of 
the  stress  of  childhood  leukemia  on  family  life  and  on  the 
lives  of  individual  family  members  (Fife,  Norton  &  Groom 
1987).  Adaptation  outcome  measures  included  Moos  Family 
Adjustment  Scale,  State/Trait  Anxiety,  the  Locke-Wallace 
Marital  Adjustment  Test,  and  the  MMPI  (to  measure  situational, 
acute  anxiety,  depression,  and  level  of  somatization) . 

Families  with  pre-existing  stable  relationships  and 
intra-family  support  were  able  to  maintain  their  usual  quality 
of  life,  in  spite  of  the  stress  of  the  illness.  Increased 
deterioration  in  family  life  and  difficulties  in  coping  were 
seen  in  families  with  pre-existing  conditions.  Three  aspects 
of  family  life  (dimensions  of  cohesion,  moral-religious,  and 
need  for  control)  alter  over  time  and  appeared  to  be  sig- 
nificant in  family  dynamics.  Expressiveness  and  family 
cohesion  have  been  noted  to  be  characteristics  of  a  healthy 
family  (Birenbaum  &  Robinson  1991). 
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There  was  a  decline  in  marital  satisfaction  for  mothers 
and  fathers  at  the  end  of  the  first  year,  but  the  results  were 
not  statistically  significant.  The  greatest  decline  in 
marital  happiness  neared  statistical  significance  at  4  months 
after  diagnosis,  a  time  when  most  families  are  recognizing  the 
chronicity  of  the  care  their  child  will  require.  However, 
these  scores  were  not  lower  than  those  of  couples  experiencing 
marital  conflict  and  seeking  therapy.  This  finding  was 
similar  to  Cairns  and  Lansky  (1980). 

The  findings  of  Spinetta  et  al.  (1988)  on  long-term 
adjustment  in  families  of  children  with  cancer  indicated 
similar  results  to  Kupst  and  Schulman  (1988),  and  Baskin, 
Forehand,  and  Saylor  (1985).  Current  adjustment  was  compared 
to  adjustment  during  the  child's  treatment  phase.  Coping  was 
not  defined.  Predictor  variables  were  Family  Adjustment  Scale 
(a  scoring  of  the  adjustment  of  family  members  according  to  a 
list  of  items  reflecting  how  well  each  family  member  responded 
psychosocial^  during  the  child's  treatment),  and  the  Day-to- 
Day  Physical  Functioning  tool  (a  tool  to  measure  the  family's 
ability  to  provide  for  the  daily  physical  needs  of  its  mem- 
bers) .  Scores  of  each  interviewed  family  member  were  combined 
for  a  family  score;  it  is  unclear  if  the  scores  were  summed  or 
averaged.   Adaptation  outcome  was  measured  by  the  Current 
Adjustment  Scale  which  summarized  areas  of  adjustment  and 
coping  and  the  areas  that  differentiated  better  adjusted  from 
less  well  adjusted  families.  Fifty-one  families  were  studied 
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five  years  after  treatment  had  ended  or  five  years  after  the 
children  had  died.  Interviews  were  open-ended,  data  were 
collected  at  one  time  point,  and  it  was  not  clear  who  was  the 
family  informant. 

Family  adjustment  was  associated  with  (1)  an  adaptive 
family  system,  healthy  and  supportive  of  its  members, 
(2)  resolution  of  questions  pertaining  to  the  cancer  and  an 
ability  to  focus  on  family  matters  unrelated  to  the  disease, 
and  (3)  being  able  to  seek  help  when  needed.  Families  with  a 
long-term  cancer  survivor  fared  better  than  those  that  had 
lost  a  child,  although  the  families  were  consistent  over  time 
in  response  to  the  disease  and  this  extended  during  the  long- 
term  adjustment  phase.  Families  that  adjusted  earlier  in  the 
course  of  the  illness  and  whose  family  functioning  was 
consistent  over  time,  were  the  better-adjusted  families  later. 

One  of  the  few  studies  that  clearly  identified  coping 
behaviors  and  parental  outcomes  was  done  by  Baskin,  Forehand, 
and  Saylor  (1985).  It  measured  the  relationship  between 
mother's  coping  processes  and  their  adjustment  to  their 
child's  illness.  Coping  was  defined  using  the  Lazarus /Folkman 
model  (1984). 

The  sample  included  white  mothers  (85%,  n=39)  and  black 
mothers  (15%,  n=7).  Ways  of  Coping  Checklist  measured  coping 
efforts  in  response  to  the  most  stressful  event  of  the  past 
month  which  the  mother  self -reported.  Mothers  were  adminis- 
tered the  Symptom  Checklist-90,  whose  Global  Severity  Index 
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(GSI)  was  used  as  the  summary  measure  of  the  maternal 
adjustment.  The  GSI  indicates  subject's  degree  of  distress  by- 
eliciting  information  about  the  presence  of  symptoms  and  their 
perceived  intensity.  The  five  predictor  variables  were  SES, 
communication,  emotion-focused  coping,  problem-focused  coping, 
and  disease  stage  of  the  child. 

Emotion-focused  coping  (measured  by  the  score  of  emotion- 
focused  scale  in  the  Ways  of  Coping  Checklist)  was  positively 
related  to  maternal  maladjustment  (r  =  .42,  p  <  .05).  Disease- 
related  variables,  demographic  characteristics  (except  race, 
where  black  mothers  significantly  reported  higher  levels  of 
psychiatric  symptomatology  than  white  mothers),  communication 
and  disease  stage  were  not  significantly  related  to  maternal 
adjustment. 

Emotion-focused  coping  accounted  for  17%  of  the  variance 
in  maternal  adjustment  and  mothers  of  lower  SES  (socioeconomic 
status)  reported  higher  degrees  of  emotion- focused  coping. 
The  authors  cautioned  readers  not  to  make  causal  inferences 
with  these  data  and  urged  further  refinement  of  models 
attempting  to  predict  maternal  adjustment.  In  a  multiple 
regression  equation,  24%  of  the  variance  in  the  GSI  score  was 
accounted  for  by  a  model  of  emotion-focused  coping,  problem- 
focused  coping,  and  SES.  The  authors  suggested  that  the 
inclusion  of  pre-illness  functioning  and  concurrent  stressors 
might  strengthen  the  predictive  ability  of  this  model.   I 
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would  also  suggest  looking  at  marital  status  to  see  how  the 
status  of  single  mothers  affects  maternal  adjustment. 

Limitations  to  the  Literature 

Before  I  discuss  the  problems  with  the  measurement  of 
outcomes,  I  will  first  discuss  general  problems  and  limita- 
tions that  I  see  in  the  literature. 

Cross-Sectional  Design 

Most  of  the  studies  concentrated  on  cross-sectional 
designs  and  collected  data  at  one  point  in  time  (Clark  & 
Hovanitz  1989;  Collins,  Baum,  &  Singer  1983;  Commerford  1990; 
Davis  &  Nakeo  1990;  Folkman  et  al.  1986;  Mattlin,  Wethington, 
&  Kessler  1990;  McCrae  1984).  The  theoretical  model  of 
Lazarus  and  Folkman  (1984)  posits  coping  to  be  a  process,  with 
changes  in  time,  perspective,  coping  strategies,  etc.  Only  a 
longitudinal  design  will  be  able  to  capture  the  process. 

The  Use  of  Retrospective  Data 

In  addition  to  one  time  data  collection  schedules,  most 
studies  have  used  retrospective  data  to  ascertain  coping 
efforts  (Clark  &  Horvanitz  1989;  Commerford  1990;  Davis  & 
Nakao  1990;  Folkman  et  al.  1986;  Lazarus  &  Folkman  1980; 
Mattlin,  Wethington,  &  Kessler  1990;  McCrae  1984).  There  are 
multiple  problems  with  retrospective  data.  From  a  clinical 
perspective,  appraisal  at  the  time  of  the  immediate  stress  is 
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often  filtered  and  may  not  be  realistic  due  to  a  cognitive 
overload  in  attempting  to  deal  in  a  crisis  situation.  Weeks 
or  months  later,  the  individual  may  not  remember  the  acuity  of 
the  stress  as  a  self -protective  mechanism,  and  hence,  recall 
would  be  affected. 

Inferences  about  causality  are  difficult  to  make  with 
cross-sectional  data.  Data  are  obtained  about  current  mood 
(the  outcome)  and  about  past  coping  efforts  (the  predic- 
tors) .  .  .  current  mood  could  affect  accuracy  concerning 
recall  (Mattlin,  Wethington,  &  Kessler  1990).  Again,  a 
longitudinal  design  would  be  a  better  choice. 

In  addition  to  collecting  data  over  multiple  points  in 
time,  the  issue  of  informant  accuracy  must  be  addressed.  On 
the  basis  of  seven  experiments,  Bernard  et  al.  (1984) 
concluded  that  what  people  say  about  their  communications 
bears  no  useful  resemblance  to  their  behavior.  One  approach 
to  reduce  this  type  of  measurement  error  is  to  collect 
behavioral  data  to  substantiate  data  obtained  from  informants 
(Bernard  et  al.  1982).  Ethnographic  participant-observation 
is  one  method  to  validate  quantitative  findings. 

Lack  of  Multi-Variate  Models 

Data  have  generally  been  collected  from  individuals  and 
not  from  dyads  or  family  units.  in  addition,  usually 
information  is  collected  about  the  determinants  of  coping 
which  arise  from  the  stressful  situation,  rather  than  other 
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aspects  of  the  social  environment  (Mattlin,  Wethington,  & 
Kessler  1990).  Methodology  in  this  area  remains  weak  because 
there  are  still  limitations  to  the  actual  measurement  of 
coping.  None  the  less,  attempting  to  obtain  interactive 
measures  of  coping  will  lead  to  further  understanding  of 
family  processes  as  the  family  attempts  to  deal  with  stressful 
situations.  Path  analysis  is  an  analytic  technique  that  could 
be  used  to  understand  the  ordering  of  variables  in  a  complex, 
multi-variate  study  (McCubbin  et  al.  1980).  Path  analysis 
enables  an  investigator  to  assess  simultaneously  direct  and 
indirect  effects  (Lavee,  McCubbin,  &  Olson  1987). 

To  date,  the  only  research  agenda  that  examines  family 
functioning  with  a  mother's  chronic  illness  (breast  cancer) 
has  been  that  of  Lewis  and  her  colleagues  (Lewis,  Woods, 
Hough,  &  Bensley  1989;  Lewis  &  Hammond  1991).   Using  path 
analysis,  they  explored  a  series  of  interrelated  hypotheses 
about  the  family  functioning  with  the  mother's  chronic  illness 
from  the  spouse's  perspective  based  on  a  family  systems 
perspective.   The  type  of  coping  that  the  family  used  was 
significantly  predicted  by  illness  demands  and  level  of 
marital  adjustment.   Family  introspection  (coping  behavior 
characterized  by  frequent  feedback,  reflection,  and  discussion 
in  the  family)  was  associated  with  more  frequent  illness 
demands  and  higher  levels  of  marital  adjustment  (Lewis,  Woods, 
Hough,  &  Bensley  1989). 
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Situation-Specific  Studies 

Work  has  been  focused  on  specific  situations  requiring 
coping,  such  as  students  preparing  for  doctoral  examinations 
(Mechanic  1962)  or  parents  dealing  with  chronically  ill 
children  (Kazak  1989).  Entire  literatures  deal  with  coping 
issues  such  as  coping  with  famine  and  drought  or  coping  with 
disasters.  Because  of  the  specificity  of  the  issues,  the 
findings  tend  not  to  be  generalizable.  More  emphasis  needs  to 
be  placed  on  studying  individuals  across  time  and  across 
situations.  Pearlin  and  Schooler  (1978)  advocate  that  persons 
experiencing  the  same  role  strains  need  to  be  studied  for 
patterns  over  time. 

Cultural  Influences  to  Coping 

There  is  little  mention  in  the  literature  about  the  role 
of  culture  as  it  would  influence  cognitions  and  behaviors, 
particularly  in  regards  to  asking  and  receiving  social 
support.  Much  of  the  social  environment  has  been  largely 
ignored  by  the  studies  of  coping  and  adaptation  (Heller  & 
Swindle  1983).  Part  of  the  social  environment  includes  social 
support  and  social  networks,  both  of  which  presumably  can  be 
thought  of  as  coping  resources.  The  concept  of  reciprocity 
may  play  an  important  role  in  both  appraisals  and  in  coping 
efforts  .  .  .  what  are  the  expectations  involved  in  the 
receipt  and  flow  of  resources?  The  theory  of  reciprocal 
determinism  (Bandura  1977,  1978)  could  be  used  as  an  analytic 
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principle  for  analyzing  psychosocial  phenomena  in  interper- 
sonal transactions.  Not  only  is  reciprocity  generally 
ignored,  the  cultural  prescriptions  and  values  that  influence 
the  rules  of  reciprocity  have  not  been  evaluated  in  coping 
studies . 

Demographic  Characteristics  That  Have  Been  Ignored 

Few  studies  control  for  the  effects  of  demographic 
characteristics.3  The  majority  of  studies  have  been  normed  on 
white,  middle-class  populations  with  at  least  a  high  school 
education.   There  has  been  no  discussion  about  the  literacy 
level  of  the  subjects,  yet  most  of  the  instruments  given 
require  a  fair  amount  of  reading.   Race  has  been  virtually 
ignored  as  a  variable.   Few  studies  have  considered  socio- 
economic class  as  an  important  variable,  yet  this  may  be  a  key 
determinant  in  primary  and  secondary  appraisals,  especially  in 
regard  to  the  type  of  coping  resources  available  to  the 
individual.    When  studying  coping  in  response  to  illness 
situations,  it  would  make  sense  that  access  to  equitable 
medical  resources  be  a  variable  that  one  would  control. 


cv,  i  ,,Q'  W^thington,  and  Kessler  (1990)  and  Pearlin  and 
Schooler  (1978)  are  exceptions  in  that  they  included 
demographic  characteristics  in  a  regression  model  using 
outcome  effectiveness  as  dependent  variables. 
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Unsolicited  and/or  Negative  Sources  of  Support 

The  last  area  that  deserves  mention  is  the  coping 
resource  of  social  support.   Social  support  is  accepted  as 
important  in  the  coping  process  (Folkman  &  Lazarus  1984; 
Heller  &  Swindle  1983;  Thoits  1986)  yet  several  dimensions  of 
the  construct  have  not  been  conceptualized  as  to  their 
influence  on  the  coping  process.   The  first  area  concerns 
negative  social  support— support  that  may  be  offered  as 
support  but  perceived  by  the  recipient  not  to  be  helpful. 
Would   this   be   seen   as   information   pertinent   only   to 
reappraisal?   What  if  the  provider  of  the  support  had  a 
history  of  trying  unsuccessfully  to  provide  support  in 
previous  situations  of  stress?   Is  this  then  part  of  primary 
appraisal?   The  point  is  that  support  has  not  been  fully 
conceptualized  in  both  negative  and  positive  terms  in  the 
coping  literature. 

I  also  distinguish  between  spontaneous  offers  of  support 
and  requested  offers  of  support.  Just  as  perceived  support  is 
different  from  received  support,  how  that  support  is  generated 
may  play  a  different  contextual  role  in  determining  additional 
coping  strategies  and/or  differential  outcomes. 

Measurement  of  the  Coping  Process  and  Desired  Qutc^ieg 

In  this  last  section,  I  examine  the  problem  of  measuring 
coping  and  adaptational  outcomes.  When  preparing  this  section 
of  the  chapter,  I  was  disheartened  to  read  the  next  two 


119 
quotes .  They  certainly  do  not  give  any  encouragement  to  the 
idea  that  coping  and  outcomes  could  be  measured  effectively  in 
my  dissertation.  "The  study  of  coping  is  a  difficult  and 
cumbersome  task"  (Singer  1984:  2310);  and  "Indeed,  it  is  hard 
to  think  of  a  literature  that  is  in  worse  shape"  (Taylor  1984: 
2313).  Lazarus  (1982)  commented  that  there  was  little 
descriptive  knowledge  of  the  patterns  of  coping  seen  in  the 
aggregate,  or  in  minority  groups.  In  addition,  the  patterns 
of  coping  that  work  for  distinct  groups  of  people,  the  ways 
that  these  patterns  work,  and  the  specific  sets  of  circum- 
stances under  which  they  work  are  still  mostly  unknown. 

A  question  remains  regarding  the  general  mechanism  of  how 
coping  operates  to  lessen  the  impact  of  stress .  It  is  not 
known  if  the  impact  of  coping  varies  systematically  at 
different  levels  of  situational  stressfulness .  If  coping 
works  by  main  effects,  then  it  should  be  beneficial  to  all, 
regardless  of  the  stress  level.  If  coping  has  a  buffering 
effect,  then  it  should  be  of  value  to  those  experiencing 
heightened  levels  of  stress  (Menaghan  1984b) .  An  obvious 
problem  is  first  defining  heightened  or  elevated  levels  of 
stress.  This  issue  is  far  from  resolved,  although  general 
consensus  is  toward  a  buffering  action. 

Outcomes 

There  is  certainly  a  need  for  multiple  outcomes.  Pearlin 
(1989)  stressed  that  socially  distinct  groups  or  structurally 
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demarcated  groups  may  respond  differentially  to  stress.  Such 
groups  could  be  on  the  basis  of  race,  gender,  cultural 
groupings,  etc.  He  urged  that  constellation  of  stressors  be 
noted  in  an  attempt  to  understand  variance  in  outcomes. 
Presumably,  if  there  is  differential  response  to  stress,  one 
should  see  differential  outcomes. 

Jacobson  (1989),  in  a  critique  of  Pearlin's  work,  argued 
against  simply  evaluating  the  differential  responses  to 
stress.  He  made  the  case  that  it  is  not  the  variable  (i.e., 
race,  gender,  etc.)  that  carries  the  social/sociological 
weight.  Instead,  it  is  the  significance  that  one  attaches  to 
those  labels  that  would  determine  the  responses. 

Efficacy  of  Coping 

Much  of  the  problem  regarding  the  measurement  of  the 
efficacy  of  coping  is  the  implicit  and  explicit  assumption 
that  success  is  embedded  in  the  notion  of  coping.  Assessments 
regarding  efficacy  may  vary  due  to  the  choice  of  the  outcome 
variable.  Menaghan  (1984a)  suggests  measuring  coping  and 
perceived  helpfulness  of  coping  separately.  Without  multiple 
measures  of  outcome,  using  the  perception  of  helpfulness  could 
result  in  circular  reasoning.  The  major  research  question  at 
hand  has  been  phrased  aptly  by  Menaghan  (1984b:  113)  :  "How  and 
under  what  conditions  are  what  sorts  of  coping  variables 
effective  in  modifying  relationships  between  stress  and  out- 
comes?"  in  attempting  to  answer  this,  she  urged  researchers 
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to  do  multi-variate  analysis,  allowing  for  the  possibility  of 
curvilinear  relationships . 

This  chapter  was  an  extensive  review  of  the  coping 
literature  pertinent  to  the  dissertation  research.  It 
detailed  the  theoretical  model  of  Lazarus  and  Folkman  (1984) 
which  guided  my  research.  It  offered  a  critique  of  the 
literature  and  stressed  the  need  to  separate  the  process  of 
coping  from  its  outcomes.  The  next  chapter  describes  the 
study  design  and  the  methods  used  to  analyze  the  data. 


CHAPTER  5 
STUDY  DESIGN  AND  METHODS 


This  chapter  discusses  the  design  of  the  research  and  the 
methods  used  to  analyze  the  data.  The  interview  schedule  and 
the  standardized  psychological  instruments  are  described,  as 
well  as  the  sites  from  which  I  gathered  the  data.  The  chapter 
describes  human  subjects  protection,  sample  and  field  site 
selection,  study  design,  historical  influences  on  the 
sampling,  and  methods  of  analysis.  In  addition,  scoring  of 
the  psychological  instruments  and  specific  problems  related  to 
the  analyses  are  explained. 

This  is  a  cross-sectional  study  of  parents  of  children 
with  cancer.  Data  collection  began  October  30,  1991  and 
finished  July  20,  1992.  Data  were  collected  in  three 
southeastern  US  cities;  Gainesville,  FL,  Jacksonville,  FL,  and 
Atlanta,  GA. 

Human  Subjects  Protection 

Prior  to  the  start  of  the  study,  the  research  proposal 
was  reviewed  and  accepted  by  the  Human  Subjects  Review  Board 
at  the  universities  associated  with  each  clinical  site.  In 
addition,  I  received  approval  from  hospital  research  review 
boards  and  nursing  research  committees  at  the  individual 
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institutions  used  for  data  collection.  Once  the  proposal  was 
accepted  I  met  with  the  members  of  the  pediatric  oncology 
health  care  teams  in  each  pediatric  oncology  setting.  I 
explained  the  purposes  of  the  study  and  the  assistance  that  I 
would  require  for  sampling. 

In  all  three  settings  I  had  professional  contacts  due  to 
my  background  in  pediatric  oncology  nursing.    Fearing  a 
possible  confusion  of  roles  between  my  known  history  as  a 
pediatric  nurse  and  my  new  role  as  a  medical  anthropologist, 
I   stressed  the  need   for  confidentiality  regarding  the 
interviews.   Throughout  the  research  this  proved  to  be  a  very 
difficult  situation  as  the  health  care  professionals  continued 
to  see  me  as  a  colleague,  rather  than  as  an  "outside" 
researcher.   This  allowed  me  to  receive  information  that  I 
would  otherwise  probably  have  not  received.   However,  this 
added  strain  to  the  ethical  dilemma  of  needing  to  protect 
one's  informants  while,  at  the  same  time,  wanting  to  intervene 
clinically  in  situations  requiring  professional  assistance. 
In   addition,   I   was   asked   repeatedly   for   psychosocial 
information  on  the  parents  and  for  my  perceptions  regarding 
family  dynamics  in  numerous  families.  I  reminded  the  staff  of 
my  role  as  a  researcher  and  they  usually  respected  my  need  for 
confidentiality . 

There  were  no  physical  risks  involved  in  the  study.  Some 
parents  experienced  emotional  distress  during  and  after  the 
interview.   When  this  occurred,  I  asked  the  parent  if  he/she 
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wished  to  continue.  All  parents  chose  to  continue  the 
interview.  The  parent  was  also  asked  whether  he/she  would 
like  to  be  referred  to  the  appropriate  person  on  the  oncology 
team  for  further  assistance.  No  one  requested  this  assis- 
tance. In  spite  of  many  tears  during  the  interviews,  the 
overwhelming  feeling  from  the  parents  was  that  of  gratitude. 
Someone  had  finally  listened  to  their  "story"  and  in  telling 
the  story,  many  parents  verbalized  that  it  helped  them  to  deal 
with  difficult  issues. 

If  an  informant  discussed  problems  or  needs  that  were  not 
being  addressed  by  the  oncology  staff,  I  asked  the  parent 
whether  he/she  would  like  me  to  assist  by  telling  the  staff  of 
their  needs.  If  the  parent  so  agreed,  I  served  as  a  liaison 
between  the  parent  and  the  staff.  There  were  no  times  when 
this  liaison  role  created  problems  for  either  the  staff  or  the 
parents,  and  most  parents  were  grateful  for  the  added  assis- 
tance that  they  received.  Several  parents  requested  infor- 
mation on  available  social  services  and  were  referred  to  the 
social  workers. 

Sample  and  Settings 

I  selected  a  sample  of  parents  of  children  (less  than  21 
years  of  age)  currently  being  treated  for  childhood  cancer  at 
three  pediatric  oncology  services.  As  the  rates  for  some 
childhood  cancers  are  lower  in  African  American  children,  I 
chose  Atlanta  as  a  site  in  order  to  maximize  my  African 
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American  sample  size.  Treatment  included  chemotherapy,  radi- 
ation, surgery,  bone  marrow  transplantation,  or  a  combination 
of  the  above.  I  interviewed  210  parents:  150  whites,  52 
African  Americans,  and  8  Hispanic  and  others.  For  purposes  of 
statistical  analysis,  I  will  report  only  the  findings  from  the 
white  and  African  American  parents.  There  were  11  refusals 
that  ranged  in  reasons  from  "not  interested,"  to  "I  don't  want 
to  have  to  repeat  this  story  one  more  time." 

The  catchment  area  for  all  three  clinical  sites  (Gaines- 
ville, Jacksonville,  Atlanta)  included  a  large  geographical 
area  that  served  children  from  other  states  and,  in  some 
situations,  children  from  other  countries.    Due  to  the 
constraints  of  travel  time  and  the  vagarities  of  the  illness 
experience  (i.e.,  unpredictability  of  the  incidence  of  child- 
hood cancer,  lower  incidences  of  certain  forms  of  cancer  in 
African  American  children,  changes  in  treatment  regimens, 
missed  scheduled  appointments,  disease  complications,  and 
deaths  of  the  children),  it  was  impossible  to  randomize  the 
sample.   The  types  of  settings  from  which  I  accessed  my 
informants  included  ambulatory  pediatric  oncology  clinics, 
bone  marrow  transplantation  ambulatory  clinics,  pediatric 
oncology  hospital  units,  general  pediatric  hospital  units,  and 
bone  marrow  transplantation  hospital  units. 

Parents  were  approached  about  the  study  when  they  came 
for  their  child's  clinic  visit,  or  when  their  child  was 
hospitalized.   On  each  clinic  day  I  came  to  the  clinic  and 
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received  an  appointment  list  of  the  children  scheduled  to  be 
seen  that  day.  Usually  one  of  the  oncology  nurses,  the 
clinical  nurse  specialists  or  the  social  workers  would  review 
the  list  with  me  and  indicate  which  families  met  my  criteria 
for  inclusion  in  the  study.  One  parent  per  family  was  asked 
to  participate.  The  parent  was  first  approached  by  a  member 
of  the  oncology  team,  who  described  the  study  and  asked  the 
parent  whether  he/she  was  interested  in  participating.  If  the 
parent  agreed,  I  met  with  them  and  further  explained  the  study 
and  answered  questions.  Each  informant  signed  a  consent  form 
to  participate  in  the  study,  and  to  be  tape-recorded.  The 
informants  received  copies  of  their  consent  forms.  The 
interviews  were  generally  conducted  on  the  same  day  or  else  a 
more  convenient  time  for  the  parents  to  meet  was  established. 
All  interviews  were  conducted  in  a  clinic  or  the  hospital. 

The  same  process  to  elicit  subjects  was  repeated  during 
almost  daily  rounds  in  the  hospital  units  where  pediatric 
oncology  patients  were  located.  I  continued  at  each  clinical 
site  until  it  was  apparent  that  I  had  reached  a  saturation 
point  in  that  it  would  have  been  very  difficult  to  add  any  new 
subjects.  Attempting  to  ascertain  a  total  list  of  current 
patients  enrolled  in  the  respective  pediatric  oncology 
services  proved  to  be  problematic.  Jacksonville  had  the 
smallest  oncology  service  of  the  three  sites  and  I  interviewed 
over  80%  of  all  available  informants.  With  the  help  of  the 
oncology  data  managers,  the  best  estimate  that  I  could  get  for 
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the  other  two  sites  was  that  I  interviewed  over  70%  of  all 
available  informants . 

Data  Collection  Schedule  and  Procedures 

Using  a  semi-structured  interview  schedule,  I  interviewed 
the  parents  on  questions  regarding  demographics,  social 
support,  social  networks,  financial  costs  from  the  illness, 
religiosity,  medical  insurance,  child  care,  racism,  need  for 
reciprocity,  types  of  stressors  experienced  by  the  parents, 
and  relationships  with  parents  of  other  ill  children.  Parents 
then  generated  a  social  network  list  by  free-listing  indi- 
viduals in  response  to  the  question,  "Who  has  been  most 
important  or  most  supportive  to  you  during  your  child's 
illness?"  Parents  also  completed  four  standardized  psycho- 
logical instruments  designed  to  measure  the  psychological 
outcomes  of  depression,  anxiety,  somatization,  and  a  global 
severity  index  of  psychological  symptomatology. 

In  addition  to  the  interview  and  the  psychological 
instruments,  African  American  parents  were  also  queried  as  to 
whether  they  had  experienced  problems,  based  on  race,  in 
obtaining  care  for  their  child.  A  threat  to  the  validity  of 
my  work  was  that  I  am  a  white  anthropologist  interviewing 
African  American  parents.  To  ease  the  comfort  of  the  African 
American  parents,  I  hired  an  African  American  research  assis- 
tant to  interview  the  African  American  parents  in  Gainesville 
and  Jacksonville  in  the  hopes  that  sensitive  topics  would  be 
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more  freely  discussed.  The  assumed  benefits  of  increased 
trust  and  better  data  collection  outweighed  the  potential 
problems  of  investigator  bias  (Feagin  &  Sikes  1994;  Hatchett 
&  Schulman  1975-75). 

The  assistant  was  a  doctoral  student  in  anthropology.  I 
trained  her  in  the  administration  of  the  psychological  instru- 
ments, as  well  as  in  conducting  interviews  on  emotionally 
sensitive  topics.  Under  my  direction  and  training,  she  pre- 
tested the  interview  and  the  instruments  with  a  sample  of 
graduate  students.  Following  the  training,  she  initially 
observed  me  doing  several  interviews,  then  she  interviewed 
parents  as  I  observed.  Periodically,  we  met  to  compare 
interview  results  and  to  clarify  any  questions  or  issues  that 
arose  in  the  course  of  interviewing  the  parents. 

In  order  to  maximize  her  time,  she  interviewed  both  white 
and  African  American  parents.  I  compared  my  data  with  her 
data  and  there  was  no  discernable  difference  in  the  type  or 
amount  of  information  given  to  her.  I  introduced  myself  to 
all  the  parents  that  she  interviewed  and  only  one  parent 
further  discussed  racial  issues  with  me.  The  research 
assistant  felt  that  in  some  instances  I  had  better  rapport 
with  the  African  American  parents  than  she  did.  She  felt  that 
being  an  African  American  doctoral  student  established  a 
socioeconomic  barrier  that  was  stronger  within  the  race  than 
between  the  races . 
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All  interviews  were  tape-recorded  and  lasted  approxi- 
mately 2  hours.  Field  notes  were  recorded  as  I  observed  the 
parent-to-staff  or  parent-to-parent  interactions  in  the 
clinics  and  in  the  hospitals.  In  addition,  parents  initiated 
conversations  with  me  during  their  weekly  clinic  visits 
concerning  their  child's  status  or  progress,  family  issues,  or 
other  areas  of  discussion  that  were  pertinent  to  the  study. 
All  interviews  were  transcribed  verbatim. 

Instruments 
The  Interview 

The  interviews  elicited  information  regarding  person  and 
environmental  antecedent  variables  (see  Appendix  A).  The 
following  are  examples  of  how  these  variables  were  opera- 
tionalized: 

a)  Time;  length  of  time  since  child's  diagnosis,  child's 
status  as  to  newly  diagnosed  or  terminal; 

b)  Socioeconomic  status  fSES^t  current  income,  amount  of 
government  assistance  received,  years  of  education; 

c)  Age:  age  of  parent,  age  of  child,  age  of  child  at 
diagnosis; 

d)  Marital  Status:  married,  single,  divorced,  widowed, 
separated,  co-habitating; 

e)  Social — Network  Characteristic^  size,  duration, 
dispersion,  multiplexity,  density;  and 


130 
f )  Financial  Status;  income  prior  to  the  child's  illness, 
type  of  employment,  status  of  employment,  whether  insured  for 
medical  costs,  out-of-pocket  expenses  related  to  child's 
illness,  amount  and  type  of  charitable  donations  received,  and 
amount  owed  for  outstanding  medical  bills. 

Instruments  Used  to  Measure  the  Outcome  Variables 

The  standardized  psychological  instruments  used  in  the 
study  are  described  as  follows: 

1)  Ways  of  Coping  Questionnaire  (WCQ)  (Folkman  &  Lazarus 
1988a):  A  66-item  self-administered  tool  with  respondents 
rating  their  use  of  coping  strategies  on  a  one  to  four  point 
Likert  scale.  Prior  to  administering  it,  each  parent  was 
asked  to  describe  the  most  stressful  encounter  that  he/she 
experienced  in  the  past  seven  days.  The  questionnaire  was 
comprised  of  eight  scales.  Cronbach's  coefficient  alpha  for 
the  coping  scales,  averaged  over  five  occasions  (n=150), 
ranged  from  a  low  of  .61  (Distancing)  to  a  high  of  .79 
(Positive  Reappraisal). 

2)  Brief  Symptom  Inventory  (BSI)  (Derogatis  1975):  A  53- 
item  self -report  symptom  inventory  designed  to  reflect  the 
psychological  symptom  pattern  of  medical,  psychiatric  and  non- 
patient  populations.  Each  item  was  rated  on  a  five  point 
Likert  scale  of  distress  (zero  to  four),  ranging  from  "not  at 
all"  to  "extremely",  and  was  scored  and  profiled  in  terms  of 
nine   primary   symptom   dimensions,   including   anxiety, 
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somatization  and  depression.  In  addition,  3  global  indices 
were  scored:  a)  General  Severity  Index,  b)  Positive  Symptom 
Distress  Index,  and  c)  Positive  Symptom  Total.  Cronbach's 
alpha  coefficients  for  the  nine  dimensions  ranged  from  a  low 
of  .71  (Psychoticism) ,  to  a  high  of  .85  (Depression). 

3)  Center — for Epidemiologic  Studies  Depression  Scale 

(CES-D)  (Radloff  1977):  A  20-item  self-report  scale  designed 
to  measure  depressive  symptomatology  in  the  general  popu- 
lation. It  asked  the  subject  to  answer  how  often  he/she  has 
felt  a  particular  way  in  the  week  preceding  the  interview. 
Answers  ranged  from  "none  of  the  time"  to  "all  of  the  time." 

Coefficient  alphas  were  reported  as  .84,  .85,  and  .90  in 
field  trial  data  (Radloff  1977). 

4)  Coping  Health  Inventory  for  Parents  (CHIP)  (McCubbin, 
et  al.  1983):  A  45-item  self-administered  questionnaire  with 
three  scales:  a)  Family  Integration,  b)  Support,  Esteem,  and 
Stability,  and  c)  Medical  Communications.  Parents  rated  each 
coping  item  as  to  its  helpfulness.  Coefficient  alphas  were 
reported  as  .79,  .79,  and  .71  for  the  scales  as  listed  above. 

Social  Network  Inventory 

In  addition  to  the  standardized  instruments,  parents 
generated  a  social  network  inventory.  Parents  were  asked  to 
list  the  individuals  most  important  or  most  supportive  to  them 
during  the  time  of  their  child's  illness.  There  was  no  set 
limit  to  the  number  of  people  that  they  listed.   They  were 
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told  that  the  person  could  be  anyone,  for  example,  neighbors, 
hospital  staff,  clergy,  family,  etc.  I  chose  the  more  descrip- 
tive technique  of  free-listing  network  alters  in  order  to 
determine  the  average  number  of  network  members  without 
placing  any  constraints  on  the  number.  Many  other  stan- 
dardized social  support  and  social  network  instruments  limit 
the  number  of  possible  alters.  As  little  work  has  been  done 
in  this  area  for  parents  of  children  with  cancer,  I  needed  the 
most  open  technique.  For  each  person  listed,  they  a)  iden- 
tified the  type  of  relationship;  b)  ranked  the  level  of 
support  that  they  perceived  receiving  from  each  person  on  a 
scale  of  1-100;  c)  identified  why  each  person  was  included; 
d)  noted  whether  the  person  lived  within  five  miles  of  the 
subject;  and  e)  identified  who  knew  whom  from  the  list. 

Historical  Influence  on  Sampling 

Approximately  two  weeks  prior  to  arriving  in  my  last  site 
I  ran  into  an  unexpected  and  extraordinary  problem.  On  April 
29th,  1992  a  jury  in  Los  Angeles  found  four  police  officers 
innocent  of  all  but  one  charges  stemming  from  a  March  1991 
episode  with  an  African  American  man  named  Rodney  King.  A 
videotape  shot  by  a  motorist  one  year  prior  to  the  trial 
showed  King  being  stopped  by  the  police  for  speeding  and  then 
being  beaten  senseless  by  the  police.  The  city  of  Los  Angeles 
erupted  with  major  riots  that  left  56  people  dead  and  chaos  in 
the  city.  Violence  and  racial  unrest  spread  to  other  cities, 
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including  one  of  my  sites.  While  my  field  site  did  not  exper- 
ience the  physical  violence  and  injuries  that  was  seen  in 
other  cities,  many  cars  were  overturned  and  people  were 
frightened. 

When  I  arrived  two  weeks  later  to  begin  sampling  and 
interviewing,  I  was  told  that  the  racial  tension  was  too  high 
to  allow  me  to  ask  any  racially  sensitive  questions .  While  I 
was  given  support  in  theory  for  the  study,  everyone  from  the 
nurses  to  the  clinic  manager  and  hospital  administrators 
seemed  scared  as  to  what  the  interviews  might  reveal. 

An  incidence  had  happened  at  the  pediatric  clinic  between 
a  white  nurse  and  an  African  American  mother.   These  indivi- 
duals had  had  a  history  of  conflict  prior  to  the  Rodney  King 
incident.   However,  during  the  week  of  racial  unrest,  the 
mother  perceived  that  the  nurse  had  a  racist  attitude.   The 
mother  got  very  angry  at  the  nurse  and  a  physical  altercation 
occurred  which  necessitated  the  clinic  summoning  the  police. 
Conflicting  reports  were  given  to  me  as  to  whether  charges 
were  filed  against  the  mother,  what  actually  happened,  and  why 
the  mother  was  "put  on  probation"  at  the  clinic.   The  mother 
was  told  that  one  more  incident  like  this  would  result  in  her 
needing  to  take  her  child  elsewhere  for  treatment.  I  was  also 
told  that  at  the  same  time,  another  mother  had  gone  through 
the  halls  of  the  clinic  yelling  that  this  clinic  was  racist. 
I  was  told  that  the  staff  did  not  want  me  to  interview 
this  mother.   The  staff  members  became  reticent  when  I  asked 
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whether  this  situation  resulted  from  the  special,  heightened 
tensions  of  the  week,  or  was  expected  due  to  existing  tensions 
in  the  clinic.  After  three  weeks  of  waiting,  I  was  allowed  to 
start  interviewing  with  no  restrictions  on  my  questions.   The 
staff  did  request  that  I  also  ask  the  white  parents  whether 
they  felt  that  racism  existed.   I  was  able  to  interview  the 
mother  who  was  involved  in  the  altercation  approximately  two 
months  after  the  episode.   Throughout  my  time  at  this  clinic 
and  hospital  I  did  not  have  any  further  obstacles  to  my  work. 
I  was  scheduled  to  sample  at  another  private  hospital  in 
Atlanta  and  the  arrangements  had  been  approved  prior  to  my 
arrival.   Once  I  arrived,  again  the  feeling  was  that  the 
questions  were  "far  too  sensitive"  for  using  with  their 
patient  population.    This  particular  hospital  and  clinic 
delayed  me  for  approximately  six  weeks.    Finally  a  nurse 
administrator  told  me  bluntly  that  "they  were  not  interested 
in  learning  about  any  racial  differences  at  their  institu- 
tion. "   I  do  not  know  whether  they  would  have  allowed  me 
access,  as  initially  promised,  had  the  Rodney  King  episode  not 
occurred,  but  it  is  intriguing  to  speculate  on  the  reasons  why 
a  private,  upper-middle  class,  predominately  white  institution 
would  not  want  me  to  have  access  to  the  few  African  American 
families  for  whom  they  provided  care. 
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Analysis 

My  multi-method  approach  used  self -report  data  (see 
Appendices  A  and  B),  psychological  indices  measured  with 
standardized  instruments,  and  observations  of  actual  behavior. 
Whenever  appropriate,  written  permission  was  obtained  for  the 
use  of  the  instruments.  Both  the  qualitative  and  the  quan- 
tified data  were  triangulated  across  field  sites.  I  used 
descriptive  statistics,  Ordinary  Least  Squares  (OLS) 
regression,  analysis  of  variance,  and  logistic  analysis  to 
understand  the  ordering  of  variables  in  this  complex,  multi- 
variate study. 

The  SAS  statistical  package  for  analysis  was  used.  I 
checked  the  data  for  normal  distribution  and  generally  used 
non-parametric  analysis  techniques.  Analysis  focused  on  which 
clusters  of  variables  and  behaviors  predicted  which  types  of 
coping.  In  addition,  I  analyzed  whether  particular  coping 
patterns  predict  better  or  worse  outcomes.  Better  outcomes 
included  lower  levels  of  anxiety,  depression,  somatization, 
and  a  lower  global  severity  index  score.  All  results  were 
compared  by  race.  In  addition,  when  appropriate,  results  were 
compared  by  gender  and  socioeconomic  status. 
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Social  Networks 

Social  network  characteristics 

I  adapted  a  network  inventory  from  McAllister  and  Fischer 
(1983)  (see  Appendix  B) .   As  described  previously,  I  asked 
several  questions  regarding  each  person  listed  in  the  network, 
hereafter  referred  to  as  alters.   Informants  chose  a  number 
between  0-100  to  describe  their  perception  of  support  received 
from  that  individual.  I  defined  100  as  a  person  who  gives  the 
greatest  amount  of  support  that  they  could  imagine,  and  0  as 
a  person  from  whom  they  received  essentially  no  support. 
Describing  what  the  endpoint  number  represented  was  an 
anchoring  technique  that  gave  the  informants  a  consistent 
reference  point  for  the  question.  Although  this  technique  of 
attempting  to  quantify  perceptions  was  somewhat  crude,  it 
offered  a  reference  point  for  the  informants  to  use  in  sorting 
out  their  perceptions.   I  used  this  same  technique  in  the  two 
pilot  studies  done  prior  to  the  dissertation  research  and, 
thus,  have  a  comparative  perspective  on  similar  samples 
(Williams  1993:  1512). 

Social  network  variables 

Data  from  the  questions  listed  previously  regarding  the 
alters  allowed  me  to  examine  several  characteristics  of  the 
networks.  I  calculated  the  number  of  individuals  in  different 
categories   of   relationships,   such   as   family,   friends, 
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neighbors,  work  associates,  health  care  professionals,  other 
professionals,  church  associates,  and  parents  of  other  ill 
children.  When  an  alter  was  listed  in  two  categories,  I  asked 
for  the  primary  relationship  and  listed  the  person  in  that 
category.  I  then  counted  the  number  of  persons  who  were 
listed  as  more  than  one  relationship  types.  Three  people 
listed  deceased  individuals  in  their  network  and  I  counted 
them  in  the  network  size.  I  made  that  decision  because  all 
three  people  intentionally  included  the  deceased  member  and 
talked  about  to  me  how  that  person  continued  to  be  a  source  of 
support  for  the  parent.  One  person  listed  God  as  an  alter  and 
one  parent  listed  himself  as  an  alter.  Neither  of  these 
answers  were  counted  in  the  network  size. 

Social  network  analysis 

Perception  of  support,  length  of  time  known,  and  distance 
from  the  parent  were  interval  variables  that  were  derived  by 
averaging  the  individual  scores  of  all  the  alters.  In 
addition  to  descriptive  statistics,  I  used  the  UCINET  IV 
network  software  package  to  analyze  properties  of  these 
networks  (Borgatti,  Everett,  &  Freeman  1992). 

The  Ways  of  Coping  Questionnaire  fWCO) 

The  stressful  narrative 

Prior  to  answering  the  WCQ,  the  parents  were  asked  to 
"describe  for  me  the  most  stressful  encounter  that  you  had 
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during  the  past  week."  The  informants  described  in  brief 
narrative  form  their  stressful  encounter,  and  used  that  event 
as  a  basis  for  responding  to  the  Ways  of  Coping  Questionnaire. 

Coding  the  stressful  narrative 

The  narrative  was  coded  into  general  descriptive  codes, 
and  more  specific  codes  within  the  general  categories  when 
necessary.  The  general  codes  included:  a)  NARILL,  any  issue 
related  to  the  child's  illness,  b)  NARFAM,  any  issue  related 
to  the  family,  c)  NARDOM,  any  issue  related  to  domestic 
affairs,  d)  NARREL,  any  issue  related  to  extended  rela- 
tionships, e)  NARMON,  any  issue  related  to  finances,  and 
f)  NARWOR,  any  issues  related  to  work  or  the  parents' 
schooling. 

Specific  codes  were  necessary  for  two  of  the  general 
codes,  issues  relating  to  the  child's  illness  and  issues 
relating  to  the  family.  The  specific  codes  relating  to  the 
child's  illness  included: 

medical  care, 

disease  effects, 

relapse, 

treatment  decisions, 

growth  and  development, 

hospitalization,  and 

transportation . 


a 
b 
c 
d 
e 
f 

g 
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The  specific  codes  relating  to  the  family  included 

a)  ex-spouse, 

b)  family  discord, 

c)  family  illness  (members  other  than  the  ill  child), 

d)  normalizing  family  life,  and 

e)  siblings. 

I  delineated  specific  behaviors  for  each  coding  category. 
For  example,  the  code  "ill  child/medical  care"  included  any- 
thing pertaining  to  managing  the  illness,  other  than  direct 
physical/psychological  effects  of  the  disease  or  treatment. 
It  included  such  things  as  taking  medicine,  the  diagnosis, 
hearing  the  prognosis,  discussions  about  the  effects  of  cancer 
on  other  children,  medical  procedures,  and  worry  over  test 
results.  The  code  "ill  child/hospitalization"  included  any 
episode  involving  hospitalization  for  the  child,  such  as 
hassles  with  the  health  care  staff,  delays  in  care  due  to 
hospital  billing  system  problems,  Emergency  Room  visits, 
admission  delays,  or  any  type  of  bureaucracy  problems.  The 
code  "ex-spouse"  included  any  domestic  situation  that  dealt 
with  an  ex-spouse  including  visitation  rights,  arguments  over 
children,  unpaid  financial  obligations,  or  any  other  situation 
where  the  ex-spouse  was  explicitly  mentioned. 

Establishing  coding  reliability 

Once  I  coded  all  the  narratives,  I  selected  20  examples 
randomly,  ensuring  that  I  had  at  least  one  example  from  each 
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specific  code.  I  sent  this  to  20  pediatric  oncology  nurses 
who  varied  in  education  from  diploma  nurses  to  nurses  with 
masters  degrees.  The  nurses  included  clinical  specialists, 
administrators,  inpatient  staff  nurses,  nurse  educators,  and 
ambulatory  care  nurses.  The  specific  coding  rules  were 
explained,  and  examples  given.  Each  nurse  was  asked  to  code 
the  20  narratives.  While  this  is  fairly  uncommon  to  do  when 
only  one  person  is  doing  all  the  coding,  I  felt  that  it  better 
ensured  validity  of  the  coding. 

All  of  the  20  mailed  requests  were  returned,  but  only  19 
were  usable  as  one  nurse  did  not  complete  all  the  coding. 
Overall,  there  was  90%  agreement  between  my  coding  and  the 
pediatric  oncology  nurses '  codings .  The  nurses  were  located 
in  Atlanta,  GA,  Colorado  Springs,  CO,  Dallas,  TX,  and 
Greenville,  NC. 

Perception  of  control  and  coding  of  responses 

Following  the  narrative  the  parents  were  asked  two 
questions.  These  questions  were  adapted  from  previous  work 
that  examined  the  dynamics  of  a  stressful  encounter  (Folkman, 
Lazarus,  Dunkel-Schetter,  DeLongis,  &  Gruen:  1986). 

The  first  question  was  "Is  this  a  situation:  a)  that  you 
could  change  or  do  something  about?  b)  that  you  had  to  accept? 

c)  in  which  you  needed  to  know  more  before  you  could  act?  and 

d)  in  which  you  had  to  hold  yourself  back  from  doing  what  you 
wanted  to  do?"   Each  section  of  the  question  had  a  yes/no 
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format  for  the  answer,  so  the  question  essentially  had  four 
items.  This  question  was  intended  to  assess  secondary 
appraisal  from  the  coping  theoretical  model.  Secondary 
appraisal  is  an  evaluation  of  what  can  be  done  to  overcome  or 
prevent  harm  or  improve  the  situation,  and  in  doing  so,  coping 
options  are  evaluated.  I  used  the  question  to  determine  the 
informant's  perception  of  control  over  the  stressful 
situation. 

The  intent  was  to  determine  whether  perception  of  control 
predicted  the  outcome  variables.  In  addition,  the  appraisal, 
stress,  and  coping  theory  suggested  that  emotion-focused 
coping  is  best  used  in  situations  that  are  perceived  as 
unchangeable,  while  problem- focused  coping  is  best  used  in 
situations  that  are  perceived  as  changeable.  If  the  theory 
held,  then  presumably  scores  on  the  outcome  variables  should 
be  lower . 

I  altered  the  scoring  of  this  question  from  how  it  was 
originally  scored.  Rather  than  use  a  five  point  Likert  scale, 
I  coded  the  responses  with  a  one  or  a  zero.  The  first  option, 
("that  you  could  change  or  do  something  about?"),  was  scored 
as  yes=l,  no=0.  The  other  options  ("that  you  had  to  accept," 
"in  which  you  needed  to  know  more  before  you  could  act,"  and 
"in  which  you  had  to  hold  yourself  back  from  doing  what  you 
wanted  to  do")  were  coded  as  no=l,  yes=0.  The  higher  the 
score,  the  more  control  the  person  felt. 
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As  this  was  adapted  from  a  scale  previously  used,  I  used 
Guttman  scaling  to  determine  the  unidimensionality  of  the 
items  in  the  scale.  I  wanted  to  test  the  items  of  the 
published  scale  against  my  own  data.  A  score  of  0.9  would 
indicate  a  unidimensional  scale.  My  overall  score  was  0.81. 
There  were  no  differences  in  the  scale  scoring  by  race.  Using 
whites  only  I  obtained  a  score  of  0.812,  and  using  only  the 
African  Americans  I  scored  0.81.  The  best  arrangement  of  the 
items  was  c,  d,  a,  b  by  the  Guttman  scaling  and  this  was 
consistent  across  racial  groups  and  the  entire  sample. 

I  then  created  a  variable  that  was  the  added  score  of  the 
four  control  items  to  give  each  informant  a  perceived  control 
score.  The  possible  scores  ranged  from  zero  to  four.  I 
compared  the  Guttman  results  with  regressions  done  on  this 
additive  score,  as  well  as  the  individual  scores  (1  or  0)  per 
item  on  the  question.  There  were  slight  differences  between 
regression  model  results  using  individual  items  or  the  summed 
score.  When  the  individual  items  were  entered  into  the 
regression  models  different  interactive  effects  were  seen, 
some  with  race  and  others  with  gender.  Therefore,  the  four 
individual  perceived  control  items  were  used  in  regression  to 
test  the  conceptual  model . 

Perception  of  outcome  and  coding  of  responses 

The  second  question  associated  with  the  narrative  dealt 
with  perceived  outcomes  (satisfactory  or  unsatisfactory)  of 
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the  stressful  event.  The  informant  was  asked  to  "Please 
select  the  following  item  that  best  describes  your  feeling 
about  the  outcome  of  this  situation."  Informants  were  asked 
to  pick  one  answer  from  these  possible  choices:  a)  "unresolved 
and  worse,"  b)  "not  changed,"  c)  "resolved,  but  not  to  my 
satisfaction,"  d)  "unresolved  but  improved,"  and  e)  "resolved 
to  my  satisfaction."  I  used  the  same  coding  as  the  original 
research  (Folkman,  Lazarus,  Dunkel-Schetter,  DeLongis,  &  Gruen 
1986:  995).  The  first  three  options  were  collapsed  to 
unsatisfactory,  while  the  last  two  options  were  coded  as 
satisfactory. 

Scoring  the  WCO 

The  Ways  of  Coping  Questionnaire  assesses  the  actions  and 
thoughts  that  individuals  use  to  cope  with  a  particular 
stressful  encounter  (Folkman  &  Lazarus  1988a) .  It  is  designed 
to  measure  a  coping  process  based  on  the  conceptual  framework 
of  stress,  appraisal,  and  coping  (Lazarus  and  Folkman  1984). 
There  are  eight  coping  scales  that  are  measured  with  the 
Questionnaire  (see  Table  5.1). 
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Table  5.1 
Description  of  the  Coping  Scales 


Confrontive  Coping 

Describes  aggressive  efforts 
to  alter  the  situation  and 
suggests  some  degree  of 
hostility  and  risk-taking. 

Distancing 

Describes  cognitive  efforts 
to  detach  oneself  and  to 
minimize  the  significance  of 
the  situation. 

Self -Controlling 

Describes  efforts  to 
regulate  one's  feelings  and 
actions . 

Seeking  Social  Support 

Describes  efforts  to  seek 
informational  support, 
tangible  support,  and 
emotional  support . 

Accepting  Responsibility 

Acknowledges  one's  own  role 
in  the  problem  with  a 
concomitant  theme  of  trying 
to  put  things  right. 

Escape-Avoidance 

Describes  wishful  thinking 
and  behavioral  efforts  to 
escape  or  avoid  the  problem. 
Items  on  this  scale  contrast 
with  those  on  the  Distancing 
scale,  which  suggest 
detachment. 

Planful  Problem  Solving 

Describes  deliberate 
problem- focused  efforts  to 
alter  the  situation,  coupled 
with  an  analytic  approach  to 
solving  the  problem. 

Positive  Reappraisal 

Describes  efforts  to  create 
positive  meaning  by  focusing 
on  personal  growth.   It  also 
has  a  religious  dimension. 

Source:  Folkman,  Susan  and  Richard  Lazarus 

1988b  Manual  for  the  Ways  of  Coping  Questionnaire, 
Research  Edition.  Palo  Alto,  CA:  Consulting 
Psychologists  Press,  p. 8. 
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Factor  analysis 

I  initially  began  with  factor  analysis  to  compare  how  my 
sample  matched  the  published  scales  (Folkman  &  Lazarus  1988b) . 
The  first  factoring  was  done  with  the  entire  data  set  and  used 
all  66  items  in  the  questionnaire.  I  used  the  promax  rotation 
(orthogonal  factor  loadings),  accepting  eigen  values  of  >2.0 
and  loadings  of  >0.30.  My  factors  did  not  match  the  original 
factors.  I  contacted  the  originator  of  the  questionnaire  and 
she  suggested  that  I  use  the  published  scales  and  delete  the 
experimental  items  from  the  factoring. 

Race  was  a  consideration  for  the  second  factor  analysis. 
The  instrument  was  normed  on  middle-  and  upper-class  white 
married  couples.  Due  to  the  small  number  of  my  African 
American  subsample  (n=52),  factor  analysis  was  not  feasible 
for  each  race.  I  repeated  the  factoring  with  the  white 
subsample  only  and  did  it  with  and  without  the  research  items 
(coded  as  W  for  Williams  scales  without  research  items,  and  WE 
as  Williams  scales  with  research  items) .  I  used  the  factoring 
from  the  whites  only  as  this  most  closely  resembled  the  sample 
from  which  the  scales  were  normed.  A  recent  study  of  the 
factor  structure  of  the  WCQ  with  an  African  American  sample  of 
students  (wide  age  and  SES  range)  in  an  urban  university  found 
a  good  fit  between  the  original  factor  structure  and  the 
factor  structure  in  the  African  American  sample  (Personal 
communication,  Dr.  Susan  Folkman,  July  1993). 


146 

Once  I  established  my  scales,  the  new  scales  were  then 
correlated  with  the  original  Folkman  and  Lazarus  published 
scales.  Four  of  my  scales  correlated  with  the  original  scales 
(alpha's  of  0.84,  0.80,  0.96,  0.83)  (see  Table  5.2). 

I  then  factor  analyzed  the  data  using  both  the  varimax 
and  promax  rotations.  The  inter-factor  correlations  were  low 
so  the  varimax  rotation,  using  only  the  whites,  was  chosen  as 
the  basis  for  scoring.  Spearman  correlations  were  performed. 
There  were  no  differences  in  which  variable  loaded  on  which 
factor  using  either  the  Spearman  or  the  Pearson  correlations. 
However,  as  the  data  were  non-parametric,  I  used  the  Spearman 
correlations  for  the  varimax  rotation. 

I  also  completed  the  "Prinqual"  technique.  Prinqual  is 
a  technique  in  SAS  that  transforms  the  variables  so  that  they 
fit  the  original  scales  better.  With  my  data,  the  transformed 
data  did  not  match  the  original  scales.  There  was  no  improve- 
ment seen  in  the  distribution  using  the  transformed  variables. 

The  data  were  scored  using  the  original  factors,  the 
Williams'  factors  without  the  experimental  items  and  the 
Williams'  factors  with  the  experimental  data.  Regressions 
were  done  to  see  which  scales  best  predicted  the  outcome 
variables.  Raw  scores  were  the  sum  of  the  subject's  responses 
to  the  items  that  comprised  a  given  scale,  thus  giving  a 
summary  of  the  extent  to  which  each  type  of  coping  was  used 
during  the  stressful  event  (Folkman  and  Lazarus  1988b:  11). 
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Using  my  raw  scores,  alpha  correlations  were  run  on  the 

original  scales  from  Folkman/Lazarus  (coded  as  F/L)  (see  Table 

5.3).   In  addition,  the  mean  and  standard  deviation  of  each 

item  was  determined  and  compared  to  the  published  scales. 

I  decided  to  use  the  original  scales  in  all  analyses.  I 
dropped  all  the  experimental  items  from  the  analysis  and  used 
only  the  remaining  50  items.  The  deleted  experimental  items 
were  items  #2,  3,  4,  5,  19,  24,  27,  32,  37,  53,  55,  57,  61, 
64,  65,  and  66.  Univariate  statistics  were  run  on  all  the 
individual  items . 

Scatterplots  of  the  data  were  then  done  on  all  the  scales 
using  the  CES-D  depression  score.  Several  outliers  were  seen 
and  the  scores  were  recalculated  to  make  sure  that  these  were 
valid  scores.  The  scores  were  indeed  possible  scores. 
Using  the  formula  given  in  the  WCQ  manual,  scoring  was  done 
using  all  three  scales  (F/L,  W,  WE). 

Analysis  of  the  WCQ 

Regressions  were  run  with  all  three  scales  against  the 
BSI  standardized  area  T-scores  for  depression,  anxiety, 
somatization,  and  the  global  severity  index,  and  against  the 
CES-D  scores.  Huber's  weighted  least  squares  technique  was 
used  to  re-weight  each  observation  to  correct  for  the 
outliers.  Any  observation  whose  corrected  weight  was  less 
then  0.65  was  considered  to  be  an  outlier.  Ordinary  least 
squares  regression  was  performed  and  the  parameters  were 
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Table  5.3 


Alpha  Correlations  of  Original  Published  WCQ  Coping  Scales 
with  WCQ  Coping  Scales  Using  My  Data 


Coping  Scale 

Alpha  Correlation 

Confrontive  Coping 

0.62 

Distancing 

0.65 

Self -Controlling 

0.67 

Seeking  Social  Support 

0.72 

Accepting  Responsibility 

0.71 

Escape-Avoidance 

0.69 

Planful  Problem  Solving 

0.58 

Positive  Reappraisal 

0.81 

154 
compared  to  those  obtained  with  the  Huber  technique.  The 
Huber  parameter  had  to  fit  within  the  original  parameter,  plus 
or  minus  one  standard  error.  If  the  number  fell  within  that 
range,  then  standard  regression  was  acceptable  to  use.  All 
regressions  performed  fell  within  that  range.  This  set  of 
calculations  were  done  with  the  total  sample  of  blacks  and 
whites  (n=198  due  to  missing  values). 

In  addition  to  regressing  the  entire  set  of  scales 
against  the  outcome  variables,  I  asked  for  all  possible 
regression  models.  The  best  possible  model  using  the  R-square 
value  was  chosen.  The  best  model  was  chosen  by  looking  at  the 
R  square  values  of  each  independent  scale  (F/L1-F/L8)  and  then 
the  R  square  vales  of  combined  scales  (such  as  F/Ll  and  F/L2; 
F/Ll,  F/L2,  and  F/L4).  Regression  was  performed  on  those 
models  including  race,  gender,  and  SES. 

Distinguishing  types  of  coping 

In  order  to  discern  whether  emotion- focused  coping  or 
problem-focused  coping  was  most  used,  I  created  variables  for 
both  of  these  types  of  coping.  The  emotion-focused  coping 
score  (E)  was  simply  the  mean  of  all  the  items  identified  as 
emotion-focused  coping.  The  same  was  done  with  the  problem- 
focused  coping  items,  resulting  in  a  problem-focused  coping 
score  (P) . 
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Limitations  to  using  the  WCO 

There  are  several  limitations  that  need  to  be  addressed 
in  regards  to  the  WCQ.   The  instrument  was  used  to  measure  a 
single  stressful  episode.   The  analysis  was  designed  for  an 
inter-individual  comparison  (person  to  person),  rather  than 
intra-individual  (repeated  sampling  of  a  person  over  time). 
This  assumed  that  the  single  score  reflected  a  stable  property 
of  the  person's  appraisal  and  coping  processes,  which  may  not 
be  adequate.   Comparison  across  individuals  may  differ  from 
comparison  within  an  individual   (Folkman,  Lazarus,  Dunkel- 
Schetter,  DeLongis,  &  Gruen:  1986).  The  research  design  would 
have  been  better  if  I  had  been  able  to  do  this  over  time  and 
repeated  situations. 

Brief  Symptom  Inventory 

Raw  scores 

Scoring  was  performed  according  to  instructions  given  in 
the  instrument  manual  (Derogatis  and  Spencer  1982).  Items 
comprising  the  nine  symptom  dimensions  were  summed,  as  well  as 
the  four  additional  items  used  in  calculating  the  global 
scores.  Each  of  the  nine  dimensional  sums  were  divided  by  its 
respective  number  of  items.  All  nine  dimensional  sums  plus 
the  sum  of  the  additional  items  were  added  together  to  form 
the  Grand  Total.  The  Global  Severity  Index  (GSI)  was  created 


156 
by  dividing  the  Grand  Total  by  the  53  items  (Derogatis  & 
Spencer  1982)  . 


Area  T-scores 


The  raw  scores  were  then  compared  to  the  adult  non- 
patient  norms  for  conversion  to  standardized  T-scores.   The 
standardized  scores  allowed  for  comparison  of  performance  of 
an  individual  with  that  of  some  relevant  reference  group.  The 
area  T-score  was  used  with  a  mean  of  50  and  a  standard 
deviation  of  ten.   The  area  T-scores  differs  from  the  linear 
T-scores  in  that  it  represents  a  normalizing  transformation 
while  the  linear  T-score  does  not.  Area  T-scores  allowed  for 
an  accurate  placement  of  an  individual  within  the  normative 
population,  while  a  linear  T-score  provided  only  a  rough 
estimate  of  the  proportion  of  the  referent  distribution 
falling  below  that  score.   In  addition,  the  T-scores  were 
keyed  separately  by  gender  (Derogatis  &  Spencer  1982:  17-18, 
Derogatis  1993:  55-59). 

Analysis  of  the  psychological  outcome  variables 

To  simplify  the  conceptual  model,  I  chose  to  use  only  the 
symptom  dimensions  of  anxiety,  depression,  somatization,  and 
the  Global  Severity  Index.  Various  regressions  were  performed 
using  these  variables .  Please  refer  to  the  sections  regarding 
analyses  for  the  WCQ  and  the  CHIP. 
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Center  for  Epidemiological  Studies  repression  Scale  r CES-D ^ 

Scoring  of  the  CES-D 

The  scoring  was  a  simple  sura  of  the  item  weights  with  a 
possible  range  of  scores  ranged  from  zero  to  60.  The  four 
positive  items  were  reversed  scored.  A  cutoff  score  of  16  or 
higher  is  generally  considered  indicative  of  depression,  with 
a  higher  score  indicating  more  severe  cases  (Radloff  1991). 

Analysis  of  the  CES-D 

Regressions  were  performed  with  the  CES-D  score  and  the 
coping  scales.  Please  refer  to  the  WCQ  and  the  CHIP  sections 
for  discussion. 

Coping  Health  Inventory  for  Parents  (CHIP^ 
Scoring  of  the  CHTP 

All  scales  were  scored  according  to  the  instructions  in 
the  testing  manual  (McCubbin  &  Thompson  1991).  Mean  substi- 
tution was  used  for  missing  values  as  long  as  an  individual 
did  not  miss  more  than  20%  of  the  items  (personal  communi- 
cation, Anne  Thompson,  Family  Stress,  Coping  and  Health 
Project,  April  1993).  No  one  missed  more  than  20%  of  the 
items . 
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Analysis  of  the  CHIP 

The  mean  scores  of  the  three  CHIP  scales  were  determined 
and  compared  by  race  and  gender.   I  then  asked  for  all  pos- 
sible simple  regression  models  with  the  scale  scores  and  the 
outcome  variables.    Data  were  re-run  using  the  "Huber's 
Weighted  Least  Squares"  technique  to  re-weight  the  observa- 
tions adjusting  for  the  outliers.   The  estimates  were  not 
different  from  the  unweighted  analysis,  so  the  unweighted 
analysis  was  used  (Ordinary  Least  Squares).    I  chose  the 
models  that  explained  the  most  variance  in  the  outcome 
variables.   Multiple  regression  was  performed  to  determine 
whether  race  and  gender  influenced  the  model.   There  were  no 
significant  results  with  the  outcome  variables  (BSI  scores  for 
anxiety,  depression,  somatization,  and  global  severity  index, 
and  CES-D  depression  score)  and  the  coping  scales  when  using 
the  entire  sample  of  blacks  and  whites.   Therefore,  further 
regression  by  race,  gender,  or  SES  was  not  appropriate. 

Testing  the  Conceptual  MnHgl 

I  tested  a  full  conceptual  model  comprised  of  the 
following  variables:  race,  gender,  network  size,  network 
density,  length  of  time  since  child's  diagnosis,  education, 
current  income,  amount  of  government  assistance,  level  of 
perceived  support,  amount  of  financial  charity  received, 
stressful  narrative  code,  perceived  control  items,  types  of 
coping  (emotion- focused  versus  problem- focused ) ,    and  scores 
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from  the  eight  WCQ  coping  scales  against  each  dependent 
variable  separately. 

Regressions  of  the  conceptual  model,  the  CHIP  scale 
scores  and  the  outcome  variables  were  also  performed. 
However,  using  the  CHIP  scales,  only  8%  of  the  variance  in 
C-ESD  was  explained  and  none  of  the  variance  in  the  other 
outcome  variables  was  accounted  for.  As  the  CHIP  scales 
yielded  few  results,  I  will  not  discuss  these  results  further 
in  the  dissertation. 

Tests  for  multicollinearity  were  performed.  The 
variables  suspected  to  be  multicollinear  were  dropped  and  a 
second  regression  was  done  with  a  reduced  model.  Standard 
errors  and  parameter  estimates  were  examined  to  determine 
whether  the  dropped  items  were  indeed  multicollinear.  In  not, 
the  full  model  was  reported.  Each  dependent  variable  was 
correlated  with  each  independent  variable  and  all  independent 
variables  were  correlated  with  each  other  to  determine  whether 
effects  of  certain  variables  were  being  suppressed  due  to  the 
ordering  of  the  model  or  a  shared  similarity  of  the  variables. 
Standardized  beta  estimates  were  obtained. 

The  ordering  of  the  models  was  based  on  the  conceptual 
model  described  in  Chapter  1.  The  variables  were  entered  in 
the  following  order: 
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a)  unchangeable  variables  (race,  gender), 

b)  antecedant  variables  thought  to  influence  coping 
(demographic,  illness  related,  social  support,  and  social 
network  variables ) , 

c)  the  code  describing  the  most  stressful  event 
experienced  by  the  informant, 

d)  types  of  coping  most  used  (emotion-focused  coping  or 
problem- focused  coping), 

e)  scores  for  each  of  the  four  perceived  control  items, 
and 

f )  scores  from  the  coping  scales  (WCQ) . 

The  dependent  variables  were  somatization,  anxiety, 
depression,  and  the  global  severity  index  scores  from  the 
Brief  Symptom  Inventory,  and  the  depression  score  from  the 
C-ESD. 

This  chapter  reviewed  the  cross-sectional,  multi-method 
design  of  the  research  and  the  methods  used  to  analyze  the 
data.  The  interview  process  was  reviewed,  as  well  as  types  of 
data  gathered  from  the  interview.  Information  pertaining  to 
the  standardized  psychological  instruments  was  discussed,  such 
as  alpha  correlations  for  the  scales  and  scoring. 

The  next  chapter  introduces  the  informants,  the  parents 
of  the  ill  children.  Field  sites  are  described  and 
comparative  data  regarding  the  different  pediatric  oncology 
services  are  offered  whenever  possible.  Demographic 
information  on  the  parents  is  offered.   Socioeconomic  data  on 
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the  parents  is  compared  to  the  most  current  census  information 
available.  Characteristics  of  the  ill  children,  such  as  type 
of  cancer  and  length  of  disease,  are  offered.  Finally,  the 
parents'  financial  statuses  are  described  to  help  understand 
the  additional  burden  these  families  faced  in  regards  to  the 
outright  and  hidden  costs  of  having  a  seriously  ill  child. 


CHAPTER  6 
PARENTS  OF  CHILDREN  WITH  CANCER:  DEMOGRAPHICS 

This  chapter  presents  the  parents  who  were  my  informants 
for  this  study.  The  data  were  collected  in  three  cities  in 
the  southeastern  United  States.  Within  each  city,  I  met  the 
parents  in  a  variety  of  pediatric  oncology  settings,  such  as 
out-patient  clinics,  in-patient  pediatric  units,  and  bone 
marrow  transplant  units.  All  the  settings  were  associated 
with  a  major  university  and  served  as  clinical  teaching  sites 
for  various  health  care  professionals.  Although  the  cities 
differed  in  size,  location,  and  defining  characteristics,  the 
pediatric  oncology  units  all  shared  similar  characteristics. 
It  did  not  matter  which  city  I  happened  to  be  in  while  inter- 
viewing, as  the  similarities  of  the  parents'  stories  flowed 
one  into  another,  indicating  the  shared  experiences  with  which 
these  parents  faced. 

This  chapter  first  discusses  the  sites  where  the  inter- 
views occurred,  and  gives  patient  census  information  from 
which  to  compare  the  different  pediatric  oncology  services. 
Please  note  that  I  was  unable  to  obtain  equivalent  information 
on  each  site  as  different  types  of  data  were  available  from 
the  various  pediatric  oncology  services  and  hospital  adminis- 
trations.  Due  to  differing  data  bases,  I  could  not  obtain  an 
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accurate  number  of  the  children  actively  receiving  treatment 
at  each  site.  Each  pediatric  oncology  service  was  a  partici- 
pating institution  with  POG  (Pediatric  Oncology  Group),  one  of 
two  nation-wide  pediatric  cancer  study  groups.  Institutions 
participating  in  these  pediatric  cancer  study  groups  manage 
about  80-90%  of  all  children  diagnosed  with  cancer  (Bleyer 
1990:  365).  Most  of  the  children  were  therefore  enrolled  in 
experimental  protocols  for  treatment  of  their  diseases. 

Demographic  information  on  the  parents  is  then  given  and 
compared  by  race,  gender,  and  site  when  appropriate.  The 
sample  is  compared  to  national  census  information  for  a  com- 
parative basis.  Information  on  the  ill  children  is  presented, 
such  as  age,  type  of  cancer,  and  length  since  diagnosis.  Cur- 
rent statistics  on  childhood  cancer  are  also  given.  Lastly, 
information  pertaining  to  the  financial  status  of  the  parents 
is  presented,  as  finances  were  a  constant  worry  for  the  vast 
majority  of  the  parents. 

Pediatric  Oncology  Services  in  Three  Research  Sites 

In  all  three  cities,  I  interviewed  the  parents  in  one  of 
two  types  of  institutions:  a  children's  hospital  (with  the 
exception  of  one  site  that  was  a  university  hospital  with  a 
pediatric  division)  or  a  children's  ambulatory  care  clinic. 
Pediatric  oncology  services  were  provided  in  both  institu- 
tions. While  the  two  institutions  were  technically  separate 
with  their  own  institution  names,  board  of  directors  and 
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budgets,  their  missions  to  provide  care  to  children  with 
cancer  were  similar.   At  times,  the  physical  buildings  that 
housed  the  clinic  and  the  hospital  were  situated  side-by-side, 
or  even  connected  within  the  same  maze  of  buildings .  The  type 
of  care  that  the  institutions  provided  (maintenance  care  in 
the  ambulatory  setting  and  acute  care  in  the  hospital)  distin- 
guished each  setting.  The  attending  physicians  provided  care 
in  both  locations,  and  there  was  much  overlap  with  nursing 
staff,  social  work  services  and  supportive  staff  (child  life 
workers,  pharmacists,  etc.)  between  the  two  sites.  Theoreti- 
cally, these  linkages  were  to  provide  continuity  of  care 
between  the  out-patient  and  the  in-patient  settings.   What 
this  meant  in  reality  was  that  the  families  needed  to  be 
constantly  on  guard  that  information  was  conveyed  from  one 
site  to  the  other.   Parents  needed  to  serve  as  advocates  for 
their  children  to  ensure  that  continuity  of  care.  This  added 
yet  another  stress  and  layer  of  worry  to  these  families.  The 
health  care  professionals  also  saw  the  problems  in  the  system, 
yet  no  one  seemed  to  be  able  to  come  up  with  a  better  solution 
to  the  situation. 

Parents  rarely  acknowledged  the  dual  provider  status, 
except  to  complain  that  the  billing  systems  were  complex  and 
that  information  was  frequently  lost  going  between  the  two 
sites.  The  parents  simply  saw  the  clinic  as  the  out-patient 
location,  and  the  hospital  as  the  in-patient  location.  The 
parents  knew  the  different  functions  of  each  site  yet,  for 
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them,  it  was  just  the  total  gestalt  of  a  system  that  provided 
care  for  their  child. 

Atlanta.  Georgia 

The  pediatric  hospital  and  the  pediatric  clinic  were  both 
non-profit  institutions.  The  geographical  catchment  area  was 
divided  into  three  levels:  a)  the  ten  county  area  surrounding 
metropolitan  Atlanta;  b)  the  entire  state  of  Georgia;  and 
c)  the  southeastern  area  of  the  United  States.  The  state  of 
Georgia  had  6,478,216  residents  (1990  Census:  Georgia  1). 

It  averaged  10,000  patient  visits  per  year,  approximately 
40  patient  visits  per  day  for  the  oncology  clinic.  The  clinic 
staff  was  comprised  of  5  registered  nurses  (RNs),  1  nursing 
aide,  1.5  full-time  equivalent  (FTE)  social  workers  (MSWs), 
8  attending  physicians,  1  medical  fellow,  and  4  pediatric 
nurse  practitioners  (PNPs).  At  the  time  of  the  study,  only 
1  PNP  was  employed.  On  site  at  the  clinic  was  a  satellite 
laboratory  for  drawing  various  blood  studies,  and  a  pharmacy. 
A  volunteer  served  as  the  "Play  Lady,"  and  she  functioned 
similarly  to  a  Child  Life  Therapist. 

The  children's  hospital  had  235  beds,  of  which  23  private 
rooms  comprised  the  oncology  unit.  The  hospital  treated  more 
than  7,000  inpatients  per  year  from  Georgia,  about  20  other 
states,  and  several  foreign  countries.  The  unit  average  daily 
census  was  18.5  patients.  Within  this  unit,  there  were  2  beds 
designated  as  bone  marrow  transplant  beds.  The  nurse/patient 
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ratio  was  approximately  three  patients  to  one  nurse.  The  in- 
patient staff  included  the  above  mentioned  physicians  and 
fellow,  as  well  as  67  RNs,  38.8  FTEs  comprised  of  RNs, 
licensed  practical  nurses  (LPNs),  and  aides,  1  child  life 
therapist,  1.5  FTE  MSWs,  1  nursing  educator,  and  2  clinical 
nursing  specialists  (master's  prepared  nurses  with  pediatric 
oncology  as  their  specialty) . 

Gainesville.  Florida 

This  location  included  a  university  hospital,  in  which 
pediatric  oncology  and  bone  marrow  transplantation  (BMT)  were 
separate  units.  In  addition,  pediatric  oncology  and  BMT  each 
had  their  own  clinics.  The  geographic  catchment  area  included 
a  population  of  3.5  million  people,  extending  from  eastern 
Alabama,  across  the  Panhandle  of  Florida,  all  of  north-central 
Florida  and  southern  Georgia.  Both  the  hospital  and  the 
clinic  were  nonprofit  status.  Florida  had  12,937,926  resi- 
dents (1990  Census:  Florida  1). 

On  average,  150  children/year  were  newly  diagnosed  with 
cancer.  Patient  visits  to  the  clinic  averaged  80/week,  4,160 
vis its /year.  As  of  January  1992,  there  were  approximately  244 
children  enrolled  in  POG  protocols  (80%  white,  12%  black,  6% 
Hispanic,  and  2%  others).  The  clinic  staff  included  4  attend- 
ing physicians,  4  medical  fellows,  2  RNs,  1  social  worker, 
1  child  life  therapist,  and  a  psychologist  on  call  as 
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necessary.  There  was  a  satellite  pharmacy  and  laboratory  in 
the  clinic. 

The  university  hospital  had  576  licensed  beds.    The 
Pediatric/Oncology  unit  was  comprised  of  7  private,  5  semi- 
private,  and  1  isolation  room.   The  majority  of  the  patients 
admitted  were  oncology  patients,  followed  by  a  smaller  percen- 
tage of  hematology  patients,  and  a  few  liver  and  kidney  trans- 
plant patients.   In  1992,  there  were  937  admissions  to  the 
unit,  with  an  average  daily  census  of  10.8  patients.   Staff 
included  the  clinic  physicians  and  fellows,  RNs,  nursing 
aides,  student  nursing  assistants,  1  child  life  therapist, 
1  MSW,  a  chaplain  and  a  nurse  clinician.  The  unit  had  its  own 
pharmacist  who  assisted  the  staff  with  specialized  pediatric 
oncology  pharmaceutical  problems. 

The  BMT  unit  was  comprised  of  10  beds,  with  5  of  them 
specifically  designated  as  pediatric  beds.  In  1992,  there 
were  35  admissions,  with  an  average  daily  census  of  4  pedia- 
tric patients.  Staff  composition  was  similar  to  the  pediatric 
unit. 

Jacksonville.  Florida 

This  location  included  a  children's  hospital  and  a 
children's  outpatient  medical  center  designed  to  provide 
health  care  services  to  children  with  complex  medical  or 
surgical  problems.  The  primary  catchment  area  for  the  clinic 
was  the  coastal  area  of  northern  Florida  that  extended  from 
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Jacksonville  south  to  Daytona  Beach.  For  the  hospital,  80-80% 
of  the  children  admitted  came  from  within  a  five  country  area 
surrounding  metropolitan  Jacksonville.  The  secondary  catch- 
ment area  for  both  the  clinic  and  the  hospital  included  other 
northern  Florida  counties  and  southern  Georgia.  Both  institu- 
tions were  private,  nonprofit  status. 

The  oncology  service  diagnosed  64  new  patients  in  1994, 
with  an  average  of  50-70  new  patients /year .  As  of  April  1992, 
there  were  46  children  listed  on  POG  protocols  (69  children 
off  therapy),  and  I  completed  interviews  with  70%  of  the 
parents  of  these  children.  The  clinic  staff  included 
3  attending  physicians,  1-2  medical  fellows,  5  RNs,  1  MSW, 
1  psychologist,  and  a  child  life  therapist. 

The  children's  hospital  was  a  165  bed  facility.  They 
averaged  5,000  admissions  per  year,  but  their  admissions  were 
not  broken  down  by  category  of  illnesses.  The  pediatric 
oncology  unit  was  comprised  of  20  beds,  with  a  2  bed  BMT  unit. 
The  average  length  of  stay  was  4.8  days  per  admission,  with  a 
nursing  ratio  of  4:1  on  the  unit  and  2:1  for  the  BMT  beds. 
The  medical  staff  was  the  same  as  the  clinic  and  there  was 
also  a  MSW  and  a  child  life  therapist.  I  could  not  obtain  the 
number  of  nurses  employed  on  the  unit. 

Parent  Demographics 

I  interviewed  a  total  of  210  informants.   However,  for 
purposes  of  statistical  analysis,  I  am  reporting  only  on  202 
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informants.   The  parents  consisted  of  150  white  (74%)  and  52 
African  American  parents  (26%) .  The  African  American  percen- 
tage of  informants  was  higher  than  the  national  percentage 
(African  American,  12.4%  and  white,  83.5%)  (US  Bureau  of  the 
Census  1994$  13,  Table  No.  12).  So  few  studies  have  included 
African  American  parents  that  I  attempted  to  maximize  the 
number  of  African  American  informants.   There  were  167  women 
(87%)  and  35  men  (17%).  The  female  percentage  was  much  higher 
than  national  percentages  by  gender  (51.2%  women  and  48.8% 
men)  (US  Bureau  of  the  Census  1994:  13,  Table  No.  12).  White 
women  comprised  73%  of  the  women  (n=122),  while  there  were  27% 
African  American  women  (n=45).   White  fathers  made  up  80%  of 
the  men  (n=28),  with  7  African  American  fathers  (20%). 

Overall  there  were  79%  mothers,  (n=160),  4%  grandmothers 
(n=7),  and  17%  fathers  (n=35).  As  mentioned  in  Chapter  5, 
grandmothers  were  included  in  the  mother  category  for  the 
analyses  as  they  functioned  as  the  primary  care-givers .  There 
were  no  significant  differences  when  race  was  compared  by 
gender . 

I  interviewed  approximately  the  same  number  of  parents  in 
Atlanta  (n=87,  43%),  as  in  Gainesville  (n=86,  43%).  A  smaller 
number  of  interviews  were  done  in  Jacksonville  (n=27,  14%). 
There  were  no  significant  differences  by  site  in  the  racial 
composition  of  informants.  The  percentages  of  white  parents 
interviewed  as  compared  to  African  American  parents  in  each 
site  were  as  follows:  a)  Atlanta,  72%  (n=63)  versus  28% 
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(n=24);  b)  Gainesville,  76%  (n=65)  versus  24%  (n=24);  and 
c)  Jacksonville,  76%  (n=22)  versus  24%  (n-7).  Most  interviews 
occurred  in  the  clinic  setting  (61%,  n=124),  followed  by  35% 
on  the  pediatric  units  (n=71),  and  4%  on  the  BMT  unit  (n=7). 
Unless  otherwise  stated,  means  of  interval  data  were 
compared  by  the  Wilcoxon  nonparametric  comparison  of  means 
test.  Frequency  data  were  compared  using  chi-square  analysis 
or  Fisher's  Exact  test  (2-tail)  if  the  cell  frequencies  were 
too  small  to  use  the  chi-square. 

Socioeconomic  Demographics 
Age 

The  average  age  of  the  sample  was  34.9  years  old  (std  dev 
8.2).  [Note:  standard  deviations  (std  dev)  will  be  given  in 
parentheses].  Average  age  for  the  white  informants  was  35.6 
years  (7.9),  and  for  African  Americans  33.1  years  (8.8),  with 
no  significant  differences  by  race.  Gender  was  statistically 
significant  (p<0.04),  with  women  (mean  34.2,  std  dev  7.7) 
younger  than  men  (mean  38.2,  std  dev  9.6).  There  were  no 
significant  differences  in  age  by  site.  Age  of  the  informants 
was  very  similar  to  the  median  age  of  the  resident  population 
(33.4  years)  of  the  US  in  1992  (US  Bureau  of  the  Census  1994: 
13,  Table  No.  12) . 
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Years  of  education 

The  parents  averaged  13  years  of  education  (2.5),  with  no 
significant  differences  by  site.  White  parents  had  signifi- 
cantly higher  levels  of  education  than  African  Americans,  but 
the  difference  was  small  (p<0.02).  Whites  averaged  13.3  years 
of  education  (2.5),  compared  to  12.3  (2.2)  years  of  education 
for  blacks.  Gender  differences  were  also  small  but  signi- 
ficant (p<0.01),  with  men  having  14.0  (2.8)  years  of  education 
and  women  having  12.8  (2.3)  years.  On  a  national  level,  35.6% 
of  whites  and  36.3%  of  African  Americans  completed  four  years 
of  high  school.  Twenty-three  percent  of  whites  and  22%  of 
African  Americans  had  completed  one  to  three  years  of  college 
(US  Bureau  of  the  Census  1994:  48,  Table  49).  Nationally, 
more  women  were  high  school  graduates  in  1993  (37.4%)  than 
were  men  (33.2%)  (US  Bureau  of  the  Census  1994:  158,  Tabl. 
234). 

Income  status 

The  average  income  for  the  parents  was  $29,944  ($27,953). 
This  figure  was  lower  than  the  mean  and  the  median  1989  income 
of  families  in  the  US  (mean  $43,803,  median  $35,225)  (US 
Department  of  Commerce  1993a:  37,  Table  37).  There  was  one 
white  family  who  had  an  exceptionally  high  income  in  com- 
parison to  most  of  the  other  parents.  By  race,  there  was 
quite  a  significant  difference  (p<0.0001).  White  parents 
reported  an  average  income  of  $34,353  ($29,845),  while  African 
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Americans  only  averaged  $17,225  ($15,974).  Women  were  also 
significantly  lower  in  income  ($28,612,  std  dev  $28,683),  than 
were  men  ($36,301,  std  dev  $23,502)  (p<0.02).  There  were  no 
significant  differences  by  site.  Both  whites  and  African 
Americans  had  lower  incomes  than  those  reported  in  the  1990 
census.  White  mean  income  was  $46,330  (median  $37,152)  and 
African  American  mean  income  was  $28,659  (median  $22,429)  (US 
Department  of  Commerce  1993a:  48,  Table  48). 

On  average,  there  was  a  $1,822  decrease  in  income  in  what 
the  parents  reported  as  their  level  of  income  prior  to  the 
child's  illness  and  their  current  income.   Average  income 
prior  to  their  child's  illness  averaged  $31,766  ($24,526)  for 
the  sample.   This  was  significant  by  race  (p<0.0001)  and  by 
gender  (p<0.03),  but  not  by  site.    Whites  dropped  their 
average  incomes  by  $2310,  while  blacks  only  decreased  by  an 
average  of  $411.00.   Men  had  a  larger  average  decrease  in 
income  ($2,832),  compared  to  $1,610  average  decrease  for 
women.    These  data  must  be  viewed  with  caution  as  most 
informants  said  they  were  only  estimating  their  incomes, 
particularly  their  incomes  prior  to  their  child's  illness. 
The  drops  in  income  were  not  always  directly  related  to  the 
child's  illness.    Relocating,  changing  jobs,  and  losing 
private  businesses  were  some  of  the  other  factors  contributing 
to  the  diminished  incomes . 

Comparing  the  parents'  reported  income  from  before  their 
child  got  sick  and  their  current  income  (income  at  the  time  of 
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the  interview),  39%  of  the  total  sample  had  their  income 
decrease,  29%  saw  an  increase  in  income,  and  29%  had  no 
difference  in  income  (3%  were  missing  data). 

I  also  obtained  data  on  the  total  average  amount  of 
government  financial  assistance  that  the  parents  received  per 
year.  This  assistance  included  Aid  To  Families  with  Dependent 
Children  (AFDC),  disability,  workman's  compensation,  housing 
subsidies,  food  stamps,  Supplemental  Security  Income  (SSI)  (A 
federally  funded  program  that  gives  the  patient  a  modest  cash 
grant  and  access  to  Medicaid.    Eligibility  requirements 
include  individuals  who  are  incapacitated  for  six  months  to 
one  year,  such  as  those  with  malignancies  that  limit  func- 
tioning) (Bonnen  &  Ross  1993:  1176),  and  Social  Security 
payments.   This  did  not  include  Child  Support  payments.   The 
average  amount  for  the  entire  sample  was  $3,267  ($4,496). 
Receiving  an  average  of  $5,388  ($5,128),  African  Americans 
received   a   significantly   higher   amount   of   assistance 
(p<0.0001)  than  whites  ($2,491,  std  dev  $4012).  There  were  no 
significant  differences  by  gender  or  site. 

Employment  Status 

Fewer  than  half  of  the  parents  of  either  race  were 
employed.  Thirty-eight  percent  of  the  total  sample  (n=77)  was 
employed,  43%  (n=87)  was  not  employed,  13%  (n=27)  were  forced 
to  quit  their  job  due  to  the  child's  illness,  and  5%  (n=ll) 
were  on  leave  from  their  jobs.   Of  those  employed,  28%  were 
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employed  full-time  (n=57)/  and  10%  were  employed  part-time 
(n=20).  Fewer  parents  were  in  the  labor  force  than  the 
national  average  in  1993  (66.2%).  of  those  participating  in 
the  civilian  noninstitutional  labor  force  (16  years  of  age  and 
older),  66.7%  were  whites  (76.1%  males,  58%  females),  and 
62.4%  African  Americans  (68.6%  males,  57.4%  females  (US  Bureau 
of  the  Census  1994:  395,  Table  615). 

There  were  significant  differences  by  race  (p<0.003)  (see 
Table  6.1)  and  gender  (p<2.43E-04) .  Similar  percentages  of 
whites  and  blacks  were  employed  but  a  greater  number  of  blacks 
were  unemployed.  More  whites  quit  their  jobs  due  to  the 
child's  illness  than  did  black  parents.  A  much  greater  of  men 
were  employed  than  women,  but  this  was  not  surprising  due  to 
the  traditional  role  of  women  as  childcare  providers,  as  well 
as  caretakers  of  the  ill.  More  women  quit  their  jobs  than  did 
men.   There  were  no  significant  differences  by  site. 

More  spouses  or  significant  others  were  employed  than 
informants.  Sixty-five  percent  (n=132)  of  the  spouses  or 
significant  others  were  employed,  and  7%  (n=14)  were  not 
employed  at  the  time  of  the  interview.  Only  one  spouse/ 
significant  other  quit  a  job  due  to  the  child's  illness  and 
only  1%  (n=2)  were  on  leave  from  their  jobs.  (Significant 
others  were  only  considered  in  this  question  if  he  or  she 
normally  contributed  to  the  household  income.  Twenty-six 
percent  of  the  sample  (n=53)  was  coded  not  applicable  for  this 
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Table  6.1 
Employment  Status  by  Race  and  Gender 
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NOT 
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DUE  TO 
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ILLNESS 
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FROM  JOB 
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WHITES 
n=150 

39% 

38% 

18% 

5% 

AFRICAN 

AMERICANS 

n=52 

35% 

58% 

0% 

7% 

FEMALES 
n=167 

31% 

48% 

15% 

6% 

MALES 
n=35 

71% 

20% 

6% 

3% 
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question,  either  due  to  the  lack  of  financial  contribution  or 
the  informant  did  not  have  a  spouse  or  significant  other) . 

Marital  Status 

Most  of  the  parents  were  married  (68%,  n=137)  .  For  those 
not  married  (32%),  10%  were  divorced  (n=20),  9%  were  separated 
(n=19),  2%  were  widowed  (n=4),  and  11%  were  single,  never 
married  (n=22).  These  percentages,  other  than  the  widowed 
category,  were  close  to  the  US  population  marital  status 
statistics  (61.2%  married,  8.9%  divorced,  7.3%  widowed,  and 
22.6%  never  married)  (U.S.  Bureau  of  the  Census  1994:  55, 
Table  No. 59) . 

There  was  a  noticeable  significant  difference  in  marital 
status  by  race  (p<1.33E-13) .  A  much  greater  percentage  of 
whites  were  married  (79%)  than  African  Americans  (35%),  while 
many  more  African  Americans  were  single  (39%)  than  whites  (1%) 
(see  Table  6.2).  For  the  general  population  of  the  U.S., 
63.6%  of  whites  were  married  and  20.4%  were  never  married, 
while  43.4%  of  African  Americans  were  married  and  37.6%  were 
never  married  (U.S.  Bureau  of  the  Census  1994:  55,  Table  No. 
59). 

Marital  status  was  more  similar  by  gender.  Sixty-seven 
percent  of  women  were  married  (n=112),  as  were  71%  of  men 
(n=25).  Ten  percent  of  women  were  divorced  (n=17),  compared 
to  9%  of  men  (n=3).  Slightly  more  men  were  separated  (11%, 
n=4)  than  women  (9%,  n=15),  and  slightly  more  women  were 
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Table  6.2 
Marital  Status  Compared  by  Race 
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SINGLE 
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WHITE 
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AMERICANS 

n=52 

6% 
n=3 

35% 
n=18 

15% 
n=8 

38% 
n=20 

6% 
n=3 
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single  (11%,  n=19)  than  men  (9%,  n=3).  There  were  four  widows 
(2%)  and  no  widowers.  There  were  no  significant  differences 
in  marital  status  when  compared  by  gender  or  site.  More  of  my 
informants  were  married  than  the  general  population  in  1993 
(men  63.4%,  women  59.2%),  but  the  percentages  of  divorces  were 
similar  to  national  averages  (men  7.6%,  women  10.1%)  (U.S. 
Bureau  of  the  Census  1994:  55,  Table  No. 59). 

If  the  informant  was  not  married,  I  asked  if  they  were 
co-habitating  with  someone.  The  vast  majority  were  not  (87%, 
n=55),  while  13%  were  living  with  someone  (n=8).  There  were 
no  significant  differences  by  race,  gender,  or  site. 

Characteristics  of  the  111  Children 
Age  of  the  111  Child 

The  mean  age  of  the  ill  child  was  8.1  years  old  (4.8). 
There  were  no  differences  by  race,  gender,  or  site. 

Gender  of  the  111  Child 

More  boys  had  cancer  (55%,  n=112)  than  did  girls  (45%, 
n=90).  Again,  there  were  no  differences  by  race,  gender,  or 
site. 
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Variables  Pertaining  to  the  Children's  Illnesses 

Types  of  cancer 

Childhood  cancers  represent  a  small  portion  of  all 
cancers,  approximately  2%  in  Western  industrialized  nations 
(Robison  1993).    However,  for  children  under  age  14,  it 
represents  10%  of  all  deaths  (Robison  1993).  Using  data  from 
the  National  Cancer  Institute  "Surveillance,  Epidemiology  and 
End  Results"  program  (SEER),  it  is  estimated  that  the  annual 
incidence  rate  (per  million)  of  childhood  cancer  (individuals 
0-14  years  old)  is  130,  or  approximately  14  cases  per  100,000 
per  year  (Bleyer  1990:  355;  Robison  1993:  3).   There  are  dif- 
ferences in  cancer  incidence  by  race,  with  a  higher  incidence 
(per  million)  of  all  cancers  for  white  children  (135.6)  over 
African  American  children  (107.6),  as  well  as  by  gender  (male 
125.6,  females  117.4)  (Robison  1993:  8).   Within  race  and 
gender,  cancer  incidence  rates  are  further  differentiated  by 
type  of  cancer.   For  example,  whites  have  a  much  higher  inci- 
dence of  leukemias  (43.7),  than  do  African  American  children 
(25.2),  and  boys  have  a  higher  incidence  of  lymphomas  (17.3) 
than  girls  (8.8) . 

The  most  common  form  of  childhood  cancer  is  acute 
lymphoblastic  leukemia  (ALL),  followed  by  brain  tumors, 
lymphomas,  neuroblastoma  (tumor  of  the  peripheral  nervous 
system),  Wilm's  tumor  of  the  kidney,  soft-tissue  sarcomas, 
bone   cancer   (osteogenic   sarcoma),   and   retinoblastoma 
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(malignant  embryonic  tumor  arising  from  the  retina)  (Bleyer 
1990:  365).  Overall,  the  survival  rates  for  childhood  cancers 
have  improved  dramatically  since  the  1960 's,  with  over  65%  of 
childhood  cancer  patients  now  surviving  more  than  five  years 
(Robison  1993)  . 

As  expected,  the  majority  of  the  ill  children  in  the 
study  had  some  form  of  leukemia  (58%,  n=118)  .  The  second  most 
common  form  of  cancer  was  neuroblastoma  (8%,  n=17)  and  bone 
cancers  (8%,  n=16).  By  race,  there  were  some  differences  in 
the  percentages  of  diagnoses,  most  notably  with  the  leukemias 
and  with  Wilm's  tumor  (see  Table  6.3). 

Length  of  time  since  diagnosis 

The  length  of  time  from  date  of  diagnosis  to  date  of  the 
interview  was  calculated  to  obtain  the  number  of  years  since 
diagnosis.  The  average  length  of  time  since  diagnosis  was  1.6 
years  (2.1).  This  did  not  include  any  time  that  the  child 
might  have  been  sick  prior  to  the  actual  diagnosis  of  cancer. 
For  some  of  the  children,  that  period  extended  over  months. 
Again,  there  was  remarkable  consistency  in  the  data  and  there 
were  no  significant  differences  by  race,  gender,  or  site. 

Time  points  along  the  illness  continuum 

In  addition  to  finding  out  the  length  of  time  since 
diagnosis,  I  wanted  to  separate  the  children  according  to  time 
points  along  the  illness  continuum.  The  time  of  diagnosis  is 
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Table  6.3 
Cancer  Diagnoses  of  Total  Sample  and  by  Race1 


TOTAL  SAMPLE 
n=202 

WHITES  ONLY 
n=149 

AFRICAN 
AMERICANS 
n=53  * 

ONLY 

LEUKEMIAS 

58% 
n=118 

60% 
n=90 

53% 
n=28 

LYMPHOMAS 

5% 
n=ll 

6% 
n=9 

4% 
n=2 

NEUROBLASTOMA 

8% 
n=17 

8% 
n=12 

9% 
n=5 

BRAIN  TUMORS 

5% 
n=ll 

5% 
n=7 

8% 
n=4 

SOFT  TISSUE 
SARCOMAS 

5% 
n=ll 

7% 
n=9 

4% 
n=2 

WILM'S  TUMOR 

6% 
n=12 

4% 
n=6 

11% 
n=6 

BONE  TUMORS 

8% 
n=16 

9% 
n=13 

6% 
n=3 

RETINOBLASTOMA 

1% 
n=l 

0 

2% 
n=l 

OTHERS 

2% 
n=5 

2% 
n=3 

4% 
n=2 

*  There  is  one  more  African  American  child  than  African 
American  parents.  One  child  had  a  white  stepfather,  who  was 
her  primary  caregiver. 


Sample  percentages  vary  between  98%  to  101%  due  to  the 
rounding  of  numbers . 
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very  different  from  the  maintenance  phase  of  the  illness,  or 
from  a  terminal  phase.  Fourteen  percent  (n=29)  of  the  chil- 
dren were  newly  diagnosed  within  two  months  of  the  interview. 
Eighty-six  percent  (n=173)  of  the  children  were  further  along 
with  their  illnesses.  There  were  no  differences  by  race, 
gender,  or  site. 

The  staff  identified  only  a  small  percentage  of  children 
considered  terminally  ill.  Generally,  it  was  felt  that  these 
children  had  fewer  than  six  months  to  live.  In  fact,  several 
of  the  interviews  were  done  with  parents  just  a  few  days 
before  their  child  died.  During  one  interview  in  a  clinic,  a 
mother  was  called  out  by  the  staff  and  informed  that  her 
little  girl  was  terminally  ill.  Five  percent  of  the  children 
(n=9)  were  considered  terminal,  while  193  children  (95%)  were 
not  considered  terminal.  There  was  a  significant  difference 
by  race  (p<5.08E-02)  only.  A  higher  percentage  of  black  chil- 
dren were  terminal  (10%,  n=5)  than  white  children  (3%,  n=4). 

Financial  Costs  and  Burdens  Caused  by  the  Child's  Illness2 

Financial  issues  related  to  the  child's  illness  was  a 
major  concern  for  most  of  these  families.3   Not  only  did  the 


2A1 though  numerous  data  searches  were  conducted,  I  was 
unable  to  find  any  representative  data  describing 
socioeconomic  characteristics  of  parents  of  children  with 
cancer. 

3  See  "There  Are  No  Free  Gifts!  Social  Support  and  the 
Need  for  Reciprocity"  (Williams,  In  press)  for  a  more  complete 
discussion  of  the  financial  burdens  endured  by  the  parents. 
Verbatim  quotes  illustrate  the  parents'  feelings  about 
financial  matters. 
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parents  have  to  monitor  the  progress  of  their  child's  illness 
and  treatment,  but  they  faced  enormous  pressures  to  stay- 
current  with  payments  that  were  due.  Several  parents  were 
harassed  by  threatening  letters  from  the  hospital  and  clinic 
administrators,  and  some  accounts  were  turned  over  to  bill 
collectors.  Few  of  them  had  sufficient  time  to  properly  sort 
out  the  hundreds  of  bills  that  they  received.  For  the  parents 
that  were  able  to  maintain  some  financial  control,  many  of 
them  had  repeated  fights  with  hospital  and  clinic  administra- 
tors over  billing  errors.  Whether  or  not  the  parent  was 
working,  most  parents  voiced  concerns  about  the  costs  of  the 
treatment  and  what  that  ultimately  meant  to  them  in  terms  of 
being  able  to  buy  insurance  coverage,  keeping  their  jobs,  and 
meeting  day-to-day  costs  of  living. 

Gross  Estimates  of  Out-of-Pocket  Costs  of  Child's  Illness 

The  total  sample  average  for  out-of-pocket  costs  related 
to  the  child's  illness  was  $6,398.  There  were  significant 
differences  between  the  races  with  African  American  parents 
averaging  $512  and  the  white  parents  averaging  $8,348 
(p<0.0005).  There  were  no  differences  by  gender  or  site.  At 
best,  these  figures  were  a  gross  estimation  of  the  costs 
incurred  over  the  time  of  the  child's  illness.  This  figure 
represented  the  costs  incurred  from  medical  insurance  co- 
payments  and  deductibles,  travel,  meals  on  clinic  days  and/or 
snacks /meals  during  hospitalizations,  gifts  for  the  children, 
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and  major  car  repairs  due  to  the  excessive  travel  required  by- 
parents  living  away  from  the  treatment  centers.  These  costs 
did  not  include  wages  lost  by  the  parent  needing  to  take  the 
child  back  and  forth  to  the  clinic  and  the  hospital. 

For  example,  one  insurance  plan  only  paid  for  semi- 
private  rooms,  yet  the  hospital  unit  consisted  of  only  private 
rooms.  The  parents  had  to  pay  the  difference  between  the  room 
costs,  even  though  staying  in  a  semi-private  room  was  physi- 
cally impossible. 

There  is  almost  no  published  research  on  the  out-of- 
pocket  costs  that  parents  face.  Bonnem  and  Ross  (1993:  1171) 
noted  that  one  small  study  conducted  in  1990  found  that 
parents  spent  an  average  of  $53.00  per  day  for  out-of-pocket 
costs  when  their  child  was  hospitalized. 

There  are  several  explanations  for  the  differences  in 
costs  between  races.  There  were  significant  differences  be- 
tween races  regarding  health  insurance  coverage  (p<l .53E-03) . 
First,  fewer  black  families  had  purchased  private  medical 
insurance  for  their  families  (37%,  n=19)  than  had  whites  (65%, 
n=97)  (see  Table  6.4).  Twenty-three  percent  (n=12)  of  the 
African  American  families  had  health  care  costs  covered  by 
Medicaid,  as  compared  to  9%  of  the  white  families  (n=14). 
This  meant  that  fewer  African  American  parents  had  to  pay  the 
costs  of  insurance  co-payments  or  deductibles.  Most  deduc- 
tibles ranged  from  $100  to  $500,  after  which  the  insurance 
companies  would  pay  80-100%  of  the  costs  of  the  cancer 
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Table  6.4 

Comparison  of  Health  Care  Insurance  for  111  Child 

and  Family  by  Race 


ENTIRE 

FAMILY 

ILL  CHILD  ONLY 

WHITES 

n=146 

* 

AFRICAN 
AMERICANS 

n=48 
** 

WHITES 
n=150 

AFRICAN 

AMERICANS 

n=52 

PRIVATE 

INSURANCE 

ONLY 

65% 
n=97 

37% 
n=19 

53% 
n=79 

15% 
n=8 

MEDICAID 
ONLY 

9% 
n=14 

23% 
n=12 

31% 
n=46 

64%       j 
n=33 

COMBINATION 
OF  PRIVATE 
INSURANCE 
AND 
MEDICAID 

NONE 

NONE 

14% 
n=21 

21% 
n=8 

NO  HEALTH 

CARE 

INSURANCE 

23% 
n=35 

33% 
n=17 

3% 
n=4 

- 

" 

*  missing  4,  3% 
**  missing  4,  8% 
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treatments.  For  example,  if  a  bill  was  $5000,  the  insurance 
company  might  pay  80%  of  $4,500,  or  $3,500,  after  the 
deductible  of  $500  was  met.  That  meant  that  the  parents 
needed  to  pay  $1,500,  which  at  times  could  be  an  overwhelming 
cost. 

In  addition,  the  average  income  of  the  African  American 
families  was  significantly  lower.  This  enabled  more  of  the 
parents  and  children  to  gualify  for  Medicaid,  as  well  as  other 
government  programs  of  assistance.  However,  because  of  the 
lower  incomes,  fewer  black  parents  could  afford  extra  trips  to 
the  hospital  for  other  family  members  to  visit,  or  gifts  for 
their  children  when  they  were  sick. 

Also,  the  costs  for  the  families  whose  children  had  a 
bone  marrow  transplant  was  much  higher.  Average  length  of 
hospital  stays  for  transplantation  could  be  three  or  more 
months,  compared  to  days  or  weeks  for  other  types  of  therapy. 
There  were  six  white  children  who  were  transplanted,  compared 
to  one  black  child.  Expenses  involved  with  transplantation 
would  increase  the  mean  of  the  white  parents '  costs . 

Additional  Jobs  and  Loans  as  a  Way  to  Supplement  Income 

There  were  no  significant  differences  by  race,  gender,  or 
site  in  percent  of  parents  holding  extra  jobs  or  obtaining 
loans.  Eighteen  percent  of  the  parents  (n=37)  held  an  extra 
job  or  worked  overtime.   Although  most  parents  needed  more 
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money,  they  simply  did  not  have  the  time  for  work  because  of 
caring  for  their  ill  child. 

Eighteen  percent  of  the  parents  got  loans  to  help  pay 
expenses;  two  parents  filed  for  bankruptcy  status;  and  10 
parents  needed  loans  but  had  such  bad  credit  histories  that 
loans  were  denied  to  them.  One  parent  noted  that  Medicaid  and 
Social  Security  benefits  would  be  lost  if  he  took  another  job. 
The  average  amount  of  the  loans  was  $685  ($2202),  with  no 
significant  differences  by  race,  gender,  or  site. 

The  informants  were  remarkably  similar  across  the 
categories  of  race,  gender,  and  site  in  most  of  the  demo- 
graphic variables.  Compared  to  national  statistics,  I  had  a 
higher  percentage  of  women  and  African  Americans.  The  infor- 
mants' mean  incomes  fell  below  that  of  the  national  average, 
which  was  expected  due  to  the  tremendous  expenses  involved  in 
having  an  ill  child.  The  informants  did  not  differ  greatly  in 
their  marital  statuses  compared  to  national  averages.  The  ill 
children  were  also  quite  homogeneous  as  a  group.  Although  the 
data  were  not  collected  randomly,  the  lack  of  many  significant 
differences  by  race,  gender,  or  site  indicates  the  similari- 
ties in  the  informants'  experiences.  These  data  helped  to 
support  the  hypothesis  that  the  experience  of  parenting  a 
child  with  cancer  would  minimize  cultural  differences.  This 
chapter  documented  the  socioeconomic  status  of  the  parents, 
illustrated  the  financial  costs  involved  in  having  a  child  ill 
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with  cancer,  and  indicated  a  few  ways  that  parents  attempted 
to  deal  with  the  need  for  added  money. 

The  next  chapter  discusses  social  support  and  social 
networks.  It  defines  the  people  that  were  most  important  or 
most  supportive  to  the  parents  during  the  time  of  their 
children's  illnesses,  and  describes  the  types  of  support  that 
the  parents  received.  It  discusses  the  negative  aspects  of 
support — those  actions  meant  to  be  supportive,  yet  perceived 
as  non- supportive .  Support  is  defined  emically  by  the 
parents . 


CHAPTER  7 
THE  PROVISION  OF  SOCIAL  SUPPORT:  WHAT  IT  IS  AND 

WHO  PROVIDES  IT 

A  Heart  Feeling 

Support  means  different  things  to  different  people.  For 
many  people  it  is  simply  having  someone  on  your  side.  As  an 
African  American  father  explained,  "someone  that's  there  for 
you  when  you  really  need  them."  Although  categorical  defini- 
tions of  support  help  us  intellectually  to  understand  the 
construct,  it  is  important  to  remember  that,  like  coping, 
social  support  a  process.  It  ebbs  and  flows  in  response  to 
the  demands  of  the  situation,  to  availability  of  supportive 
others,  to  perceptions  of  the  supportive  interchanges,  and 
even  to  the  willingness  of  the  recipients  to  receive.  It 
cannot  be  defined  outside  the  context  of  the  situation,  be  it 
having  an  ill  child  or  simply  needing  assistance  to  go  grocery 
shopping. 

Regardless  of  how  it  is  defined,  social  support  is  a 

mechanism  that  the  parents  relied  on  in  their  daily  lives  to 

deal  with  the  effects  of  childhood  cancer  on  their  families. 

As  one  mother  so  elegantly  described: 

To  me  support  is  a  feeling.  Not  necessary  to  do 
something  for  someone.  It's  like  being  hugged  really 
hard  when  you  need  it.  It's  a  heart  feeling  more  so  than 
anythxng  else— if  you  feel  that  way  around  your  heart, 
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you  feel  better  all  over  your  body.   You  can  deal  with 
things  better. 

This  chapter  discusses  how  the  parents  of  children  with 
cancer  defined  support.   Questions  pertaining  to  support  in 
specific  situations  were  asked  of  the  parents  in  order  to 
elicit  whether  parents  used  different  support  providers 
according  to  the  context  of  the  situation.   Support  for  daily 
life  at  home  is  differentiated  from  support  given  during  the 
child's  hospitalization  periods.   Both  qualitative  and  quan- 
titative data  are  used  to  summarize  the  findings.   Structural 
aspects  of  the  parents'   social  networks  are  detailed, 
including  the  categories  of  support  providers,  the  average 
length  of  time  that  parents  knew  their  social  network  members, 
and  the  geographical  distribution  of  the  social  network.  The 
chapter  concludes  with  a  discussion  of  whether  social  network 
attributes  contributed  to  the  psychological  outcomes  of  the 
parents.   Comparisons  of  the  data  were  done  by  race,  gender, 
and  site  whenever  possible. 

Ernie  Definition  of  Support 

In  order  to  understand  what  support  meant  to  these 
parents,  I  simply  asked  them  "How  would  you  define  support?" 
I  initially  wanted  to  learn  how  these  parents  would  describe 
support  in  the  broadest  sense.  I  later  narrowed  the  focus  by 
limiting  the  social  network  to  those  individuals  most  suppor- 
tive during  the  time  of  the  child's  illness.   When  asked  to 
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define  support,  not  one  parent  asked  me  if  I  meant  support 
only  during  the  time  of  having  an  ill  child.  From  the 
parents'  comments,  I  feel  confident  in  saying  that  the  parents 
were  not  just  thinking  of  having  an  ill  child  when  they 
answered  this  question,  but  instead  they  responded  globally. 

Coding  of  Responses  for  the  Definition  of  Support 

I  used  six  codes  to  quantify  the  emic  definitions  of 
support.   The  codes  were  as  follows: 

a)  emotional — any   response   that   clearly   indicated 
emotional  or  affective  support; 

b)  instrumental — any  response  indicating  instrumental  or 
material  assistance; 

c)  informational — a  response  that  would  specify  support 
as  receiving  information; 

d)  combination — a  response  that  clearly  offered  any  two 
types  of  the  above  supports  in  the  answer; 

e)  don't  know — an  answer  that  simply  stated  that  the 
informant  could  not  define  support; 

f )  "just  being  there" — a  broad  response  using  those  words 
indicating  that  another  person  was  available  to  the  informant, 
for  whatever  purposes . 

Although  I  analyzed  options  d  and  f  separately,  there  were 
clear  overlaps  in  those  categories,  and  they  could  be  combined 
to  one  category. 
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There  was  uniformity  in  how  parents  described  emotional 
support.  A  white  mother,  whose  son  was  terminally  ill, 
defined  support  as,  "Somebody  being  there  and  listening,  hugs, 
and  a  little  bit  of  insight.  Being  positive."  Another  white 
mother  repeated,  "I  think  that  support  has  a  lot  to  do  with 
just  somebody  to  listen."  A  white  father  said  that  support 
meant  mainly  emotional  support.  "It's  knowing  that  friends 
are  there.  Hard  to  be  a  man,  some  things  I  can't  talk  to 
anyone  about,  and  some  things  I  can  talk  to  people  about."  An 
African  American  mother,  whose  daughter  was  terminally  ill, 
said,  "Just  let  me  talk  and  listen  to  me  whine." 

A  white  mother,  while  referring  to  two  types  of  support, 
clearly  indicated  emotional  support  as  being  the  most  impor- 
tant type  of  support. 

Someone  needs  more  mental  support  than  financial  support. 
If  you  have  the  mental  support,  someone  who  understands 
your  mind  and  where  you  are  coming  from,  then  the  other 
comes  easy.  Five  dollars  will  handle  a  debt,  but  what 
will  handle  the  pain,  the  torment  in  your  mind  or  body, 
and  the  suffering? 

The  sentiment  that  financial  assistance  was  not  what 

support  meant  was  repeated  by  an  African  American  mother: 

Nowadays  in  society  we  are  taking  the  word  support  and 
using  it  for  the  word  money,  finances.  But  what  are  we 
going  to  do  for  support  when  we  find  out  that  our  monies 
won't  do  us  any  good?  We  want  love,  but  money  can't  buy 
love.  It  means  love.  It  means  looking  beyond  a  person's 
faults  and  knowing  that  they  have  a  mental  and  physical 
need  and  that  finances  are  not  always  the  answer.  Some- 
times they  need  a  loving  word,  sometimes  they  need  just 
to  hold  my  hand,  or  they  need  a  loving  smile  or  some- 
thing.  Support  is  just  love  to  me. 
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Instrumental  support  was  expressed  in  different  ways. 

One  white  father  whose  child  had  been  sick  a  long  time  was 

adamant  in  his  response: 

Dollars!!  Greenbacks!!  You  can  do  anything  you  want 
with  money.  Can  make  yourself  feel  good,  go  buy  clothes, 
a  drink  or  see  people. 

A  white  mother  said: 

Having  someone  there  to  pick  up  the  slack.  I  leave 
things  undone  and  they  would  do  it.  My  husband  is  good. 
He  cooks  breakfast  for  my  child  so  that  she  and  I  can  get 
ready  to  come  down  here  (the  clinic).  He'll  see  a  sink 
of  dirty  dishes  and  will  volunteer  to  wash  them  and  do 
the  clothes. 

A  broad  based  answer  that  did  not  specify  a  type  of 

support  was  coded  as  a  combination  response.  A  white  father's 

answer,  "knowing  what  someone  else  needs  before  they  ask," 

typified  this  situation.   This  answer  could  have  referred  to 

any  type  of  support  and,  thus,  was  coded  as  combination.   An 

African  American  mother  said,  "Being  there  to  hold  my  hand, 

help  share  tears  with  me,  babysit  for  me,  and  let  me  get  some 

rest.  " 

Other  examples  of  combination  responses  included  a 
statement  from  a  father  whose  child  had  received  a  bone  marrow 
transplant: 

Anything  that  helps  you  get  through  the  day.  Sometimes 
just  talking.  I  talk  my  way  through  things.  Knowing 
friends  are  there,  no  matter  what  you  ask  it  will  be 
provided.  If  I  need  $50,000,  if  I  need  an  overnight 
prayer  vigil,  everyday  visits,  we'd  get  it.  If  we  need 
rest  times,  we'll  get  people  to  spell  us. 

Very  similar  to  the  combination  responses  were  the 

answers   that   included  the  phrase,   "just  being  there! M 
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Although  very  similar  to  the  combination  responses,  those 

exact  words  were  used  by  so  many  parents  that  I  wanted  to 

include  them  on  their  own  right.    A  white  mother  simply 

described  it  as,  "just  being  there  when  needed,  no  matter 

what,  whether  financial,  a  shoulder,  or  food."  Another  white 

mother  commented,  "Being  there  when  you  need  someone,  no 

matter  the  time  of  day  and  no  questions  asked.  To  be  there  to 

listen  with  an  open  ear. "  Her  words  were  echoed  by  an  African 

American  mother  who  said,  "Support  would  mean  that,  let's  see, 

they  can  help  you  in  a  way,  do  so  much  for  you,  or  just  be 

there  for  you . " 

A  white  father  gave  an  extended  response: 

It  can  be  done  in  many  ways.  I  define  it  for  myself  as 
really  being  there  when  someone  needs  you  the  most,  in 
whatever  way.  There  are  times  when  my  wife  just  hates  it 
because  she  is  so  down.  Then  I  go  and  sing  "Bare 
Necessities"  like  the  bears  and  rub  my  butt  just  like  he 
did  and  you  cannot  help  but  laugh,  but  it  takes  you  out 
of  whatever  you  are  doing  and  that's  support  for  her. 
Other  times  I  am  really  involved  in  all  of  this  and  my 
head  is  down  and  into  it  and  she  can  see  it,  and  my  wife 
comes  and  says,  "honey,  just  don't  worry  about  it."  She 
can  see  the  stress  and  tells  me  "we'll  just  deal  with  it, 
we'll  make  it."  That  is  support  for  me.  It's  just  weird 
ways  that  pop  up  no  matter  how  they  are.  When  I  was 
struggling  with  the  decision  as  to  the  best  surgeon  in 
the  land,  some  jerk  drives  a  book  down  from  Tallahassee. 
I  asked  him  if  he  never  heard  of  Federal  Express  and  he 
said,  "I  just  wanted  to  make  sure  that  you  got  it." 
There  are  so  many  different  ways  that  it  is  hard  to 
describe. 

Emotional  support  was  the  most  frequent  way  that  people 
defined  support  (41%,  n=83)).  This  was  followed  by  a  combin- 
ation of  support  (27%,  n=55)  and  the  "just  being  there" 
category  (24%,  n=49).   However,  if  the  last  two  categories 
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were  combined,  together  they  would  surpass  emotional  support 
as  the  primary  way  the  parents'  defined  support  (52%,  n=104). 
In  decreasing  order  of  importance,  these  were  followed  by 
instrumental  support  (4%,  n=8),  "don't  know"  category  (3%, 
n=5)  and  informational  support  (1%,  n=2). 

Definition  of  Support  as  Compared  by  Race 

The  only  significant  difference  was  by  race  (p<0.03)  (see 
Table  7.1).  There  were  no  differences  by  gender  or  site. 
Based  on  the  pilot  studies  (Williams  1993),  two  of  the 
research  hypotheses  were  that  a)  whites  would  define 
supportive  in  affective  terms,  and  b)  African  Americans  would 
define  support  in  instrumental  terms.  These  hypotheses  were 
not  clearly  supported.  While  more  white  parents  (47%)  defined 
support  in  emotional  terms  than  did  African  Americans  (25%), 
the  results  were  more  complicated.  Of  the  small  percentage  of 
parents  who  defined  support  in  instrumental  terms  (n=8),  more 
of  these  parents  were  whites  (63%,  n=5)),  than  were  African 
American  (38%,  n=3).  But  comparing  within  racial  categories, 
only  3%  of  white  parents  defined  support  in  instrumental 
terms,  compared  to  6%  of  African  Americans. 

For  white  parents,  the  most  frequent  way  that  support  was 
defined  was  emotional  (see  Table  7.2).  This  was  followed  by 
a  combination  of  ways,  then  "just  being  there."  For  the 
African  American  parents,  "just  being  there"  was  their  primary 
definition,  followed  by  a  combination  of  ways,  and  then 
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Table  7.1 
Definitions  of  Support  as  Compared  by  Race 


DEFINITIONS  OF  SUPPORT 

RACE 

EMOTION- 
AL 

INSTRU- 
MENTAL 

INFOR- 
MATION 

COMBIN- 
ATION 

DO  NOT 
KNOW 

JUST 

BEING 

THERE 

WHITE 
n=150 

47% 
n=70 

3% 

n=5 

1% 

n=2 

26% 
n=39 

1% 
n=2 

21% 
n=32 

AFRICAN 

AMERICAN 

n=52 

25% 
n=13 

6% 
n=3 

0.0% 
n=0 

31% 
n=16 

6% 
n=3 

33% 
n=17 
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Table  7.2 
Means  of  Types  of  Relationships  of  Social  Network  Alters 


RELATIONSHIP  TYPE 

TOTAL 
n=202 

WHITES 
N=150 

AFRICAN 
AMERICANS 
N=52 

p  value 

FAMILY 

3.6 
(2.3)* 

3.7 
(2.3) 

3.3 
(2.5) 

n.s. ** 

FRIEND 

2.2 

(2.4) 

2.4 
(2.5) 

1.5 
(1.7) 

0.03 

NEIGHBOR 

0.2 
(0.5) 

0.2 
(0.5) 

0.1 
(0.4) 

n.s. 

WORK 

0.1 
(0.5) 

0.2 
(0.6) 

0.1 
(0.3) 

n.s. 

CHURCH 

0.1 
(0.5) 

0.1 
(0.4) 

0.1 
(0.6) 

n.s. 

PROFESSIONAL 

0.3 
(0.5) 

0.3 
(0.5) 

0.2 
(0.5) 

n.s. 

MEDICAL 
PROFESSIONAL 

1.3 

(1.8) 

1.4 
(1.8) 

0.9 
(1.5) 

0.04 

PARENT  OF  A 
SICK  CHILD 

0.1 

(0.4) 

0.1 
(1.9) 

0.0 
(0.2) 

n.s. 

*  standard  deviations  given  in  parentheses 
**  non-significant  p  value 
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emotional.  If  the  categories  of  combination  and  "just  being 
there"  were  combined,  then  more  African  Americans  (64%,  n=33) 
would  define  support  in  these  terms,  as  compared  to  only  47% 
of  whites  (n=71).  African  Americans  defined  support  in 
broader  ways  than  did  white  parents . 

A  word  of  caution  is  in  order  here.  More  discreet  ways 
of  coding  the  data  are  needed  in  order  to  fully  understand  the 
category  of  "just  being  there."  If  in  fact  it  means  both 
emotional  and  instrumental  support,  then  the  above  analysis  is 
appropriate.  But,  if  it  meant  just  being  there  emotionally 
for  someone,  then  the  categories  above  would  shift.  I 
examined  the  verbatim  responses  carefully  in  the  "just  being 
there"  code  category  for  signs  indicating  that  the  parent  only 
meant  emotional  support.  If  the  parent  clarified  that  it 
meant  only  emotional  support,  it  was  coded  as  emotional 
support.  Therefore,  I  feel  confident  in  the  suggestion  that 
"just  being  there  "  could  be  combined  with  the  combination 
code.  Future  research  needs  more  selective  coding  for  this 
variable. 

Provision  of  Social  Support 
Situational  Types  of  Support 

In  order  to  understand  the  categories  of  people  that  the 
parents  used  for  support,  I  asked  several  questions  designed 
to  elicit  the  support  providers  for  specific  situations.  All 
questions  were  open-ended. 
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Someone  to  talk  to 

There  were  two  questions  targeted  to  find  out  who  people 
used  when  they  needed  a  confidante.  Results  from  the  first 
question,  "Who  do  you  talk  to  about  matters  really  important," 
indicated  that  most  parents  (30%,  n=60)  used  a  combination  of 
sources,  rather  than  one  person.  The  next  most  frequently 
cited  confidante  (29%,  n=59)  was  a  spouse  or  significant  other 
(also  variously  defined  by  the  parents  as  partner,  common-law 
wife,  boyfriend/girlfriend) .  In  decreasing  frequency,  other 
confidantes  included  the  informants'  parents  (11%,  n=22), 
family  and  friends  (both  10%,  n=20),  others  (4%,  n=8),  and  God 
(2%,  n=4).  Eight  parents  (4%)  said  they  talked  to  no  one. 
There  were  no  significant  differences  by  race,  gender,  or  site 
regarding  the  choice  of  a  confidant  for  important  matters. 

The  second  question,  "When  you  or  your  child  is  having  a 
rough  day  or  when  you've  received  bad  new,  who  do  you  talk 
to,"  showed  a  similar  pattern  with  the  results.  Most  parents 
used  either  a  combination  of  people  (25%,  n=50)  or  their 
spouse/significant  other  (24%,  n=49).  This  was  followed  by 
their  parent  (11%,  n=23),  a  friend  (10%,  n=20),  others  (8%, 
n=16,  generally  meaning  staff  nurses,  clergy  or  a  social 
worker),  family  members  other  than  the  informants'  parents 
(6%,  n=13),  God  (5%,  n=ll),  and  one  informant  used  the  ill 
child  (0.5%).  There  were  19  informants  (9%)  who  spoke  to  no 
one. 
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There  were  significant  differences  by  race  (p<0.003)  and 
gender  (p<0.05)  in  regard  to  with  whom  the  parents  would  share 
bad  news  .  The  most  freguently  used  confidants  for  white 
parents  included  a  spouse/significant  other  (29%,  n=44), 
followed  by  a  combination  of  people  (26%,  n=39),  and  friends 
(11%,  n=17).  The  top  three  categories  of  confidants  for 
African  American  parents  were  combinations  of  people  (21%, 
n=ll),  followed  by  their  own  parents  and  others  (staff  nurses, 
clergy  and  social  workers),  each  at  17%  (n=9). 

By  gender,  women  talked  with  a  combination  of  people  most 
(21%,  n=45),  followed  by  spouse/significant  other  (21%,  n=35) 
and  their  own  parent  (14%,  n=23) .  Men  relied  heavily  on  their 
spouses/significant  others  (40%,  n=14),  then  used  a  combin- 
ation of  people  (14%),  and  God  (11%,  n=4).  A  slightly  higher 
percentage  of  men  (11%,  n=4)  said  they  shared  bad  news  with  no 
one,  compared  to  9%  (n=15)  of  women. 

Assistance  with  daily  home  life 

I  asked  the  parents  who  was  most  supportive  to  them 
during  the  times  when  they  were  at  home.  Most  parents  (36%, 
n=73)  said  their  spouse/significant  other  was  the  most  sup- 
portive, followed  by  listing  several  people  (coded  as  "combin- 
ation") (14%,  n=29).  What  I  found  most  interesting  was  that 
the  third  most  supportive  person  for  the  parent  was  the  ill 
child  (11%,  n=23).  As  one  mother  explained  her  response  to 
me: 
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My  son.  Keeps  me  going.  In  the  same  token  that  I  keep 
him  going.  We  need  each  other  really  bad.  I  can't  stop 
and  give  up  this  battle  because  he  needs  me  and,  in  the 
same  manner,  he  can't  stop  and  give  up  this  battle 
because  I  need  him. 

Other  people  who  helped  the  parents  at  home  included  other 

family  members  (11%,  n=22),  parents  (9%,  n=18),  and  to  a 

lesser  extent  friends,  neighbors,  themselves,  others,  and  God. 

Nine  parents  (5%)  said  no  one  helped  them,  and  one  father  said 

he  had  no  help  because  he  did  not  need  it.   There  were  no 

significant  differences  by  race,  gender,  or  site. 

I  also  asked  the  parents  whether  their  friends  seemed 
uncomfortable  with  their  child's  illness.  If  so,  I  assumed 
that  this  would  play  a  role  in  diminishing  the  contact  that 
the  parents  had  with  the  friends,  and  possibly  decrease  the 
support  received  from  their  friends.  There  were  12  missing 
answers  for  this  question  (n=190).  Five  informants  were  coded 
as  missing  because  they  stated  that  they  simply  did  not  have 
friends!  Overall,  the  majority  of  parents  (57%,  n=108)  felt 
that  the  friends  were  not  uncomfortable,  and  only  31%  (n=58) 
felt  that  their  friends  were  uncomfortable  with  the  child's 
illness.  Twenty-two  parents  (12%)  felt  that  their  friends 
were  mixed  with  their  level  of  comfort,  and  two  parents  did 
not  know  (1%)  .  There  were  no  significant  differences  by  race, 
gender,  or  site. 

When  asked  whether  the  friendships  had  changed,  parents 
were  equally  divided  in  their  responses .  Ninety-one  parents 
felt  they  had  changed  (48%),  while  89  parents  felt  they  were 
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the  same  (47%).  Only  5%  (n=9)  felt  that  some  had  changed  and 
some  had  stayed  the  same.  The  only  significant  difference  was 
by  race  (p<l.  07E-02) ,  with  more  white  parents  (54%,  n=75) 
seeing  a  change  in  their  relationships,  compared  to  only  33% 
(n=16)  of  the  African  American  parents  who  saw  a  change. 
Although  I  did  not  specifically  ask  about  the  change,  54 
parents  commented  further  (48  whites,  6  African  Americans). 
Of  the  white  parents  who  commented,  80%  of  them  felt  the 
friendships  had  grown  stronger,  while  the  African  Americans 
were  equally  divided  on  whether  the  friendships  were  better  or 
worse . 

Use  of  professional  supports 

In  addition  to  the  general  questions  about  support,  I 
specifically  wanted  to  know  if  the  parents  utilized  any 
professional  support  systems,  such  as  nurses,  physicians, 
clergy,  social  workers,  or  psychologists.  Use  of  professional 
support  could  have  occurred  while  at  home,  or  during  periods 
in  which  their  child  was  hospitalized.  Although  not  asked 
directly,  I  inferred  from  the  parents'  comments  that  the 
professional  supports  were  generally  used  only  during  clinic 
visits  or  at  the  hospital.  More  than  half  (68%,  n=137)  said 
yes,  they  used  or  had  used  at  some  point  a  professional 
support.  Although  some  parents  utilized  professional  support, 
it  became  clear  with  the  low  number  of  professionals  mentioned 
in  the  social  network  inventory  that  not  everyone  found  such 
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assistance  to  be  supportive.  One  white  mother  angrily  told 
me: 

They  (health  professionals)  do  not  listen  to  us.  They 
need  to  listen  to  themselves:  in  fact,  they  should  go 
back  to  school  and  learn  how  to  communicate.  They  should 
tape  record  themselves  and  just  listen  to  the  kinds  of 
things  that  they  say  to  us.  * 

However,  some  of  the  parents  were  profoundly  affected  by  their 

relationships  with  the  health  care  staff  in  particular: 

The  nurses  and  the  doctors  answer  my  questions  and  they 
make  me  feel  like  I'm  something  and  that  my  grandson  is 
a  child  that  needs  their  help  and  that  they  love  him  very 
much.  And  as  long  as  someone  loves  my  child,  that's  the 
most  important  thing  in  the  world  to  me,  and  will  do  for 
him,  then  no  matter  about  me. 

We  all  seem  to  pick  up  a  favorite  nurse,  basically 
because  of  the  child  more  than  anything.  But  there  does 
seem  to  be  a  bonding  there  between  a  certain  person  that 
you  can  really  confide  in  and  ask  questions.  Doctors  are 
usually  too  busy  to  answer  all  the  small  questions  or  as 
to  whether  they're  able  to  put  it  into  laymen  terms.  But 
we've  been  very  fortunate  in  having  a  very  special  nurse 
within  the  clinic,  who  my  child  picked  out  quite  by 
accident.  She  really  has  helped  us  a  lot  in  telling  us 
what  to  expect,  explaining  procedures,  and  really 
handling  my  child  with  kid  gloves,  really  has  made  it  a 
lot  easier. 

Parents  who  had  not  utilized  professional  support  were 

quite  adamant  about  why  they  chose  not  to  accept  such  support. 

A  white  mother,  who  had  had  tremendous  difficulties  with  some 

of  the  medical  staff,  expressed  her  feelings  this  way: 

I  don't  feel  that  this  person  (a  professional)  over  here 
that  don't  know  nothing  what  I'm  going  though  can  help 
me,  because  they  can't,  unless  they  have  been  there 
themselves .  I  get  more  help  from  parents  down  here  than 
I  would  from  somebody  else  (a  professional)  .  No  offense, 
but  that's  just  how  I  feel. 

The   only   significant   difference   was   by   gender 

(p<9.76E-03) ,   with   far  more  women   (72%,   n=120)   using 
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professional  supports  than  men  (49%,  n=17).  This  is  under- 
standable for  two  reasons.  First,  it  was  primarily  the 
mothers  who  assumed  responsibility  for  most  of  the  long-term 
stays  in  the  hospital,  as  well  as  the  shorter  admissions.  By 
mere  physical  presence,  the  mothers  had  a  greater  chance  of 
interacting  with  the  professional  staff.  Second,  as  Griffith 
(1985)  found,  most  of  the  women  seemed  to  be  more  at  ease 
talking  about  their  problems  or  needs  than  did  the  men, 
especially  with  strangers.   As  one  white  mother  described: 

We've  (meaning  her  husband  and  she)  had  fights  because  I 
am  a  strong  person  but  I  think  about  his  (her  son's) 
illness  a  lot.  My  husband  says  he  doesn't  want  to  talk 
about  it  as  he  says  he  knows  that  he  will  be  alright.  I 
want  to  talk  about  it  and  feel  reassured.  There  are 
times  you  need  to  talk  about  it  and  cry,  but  he  doesn't 
like  to  talk  about  it. 

One  white  father  explained  his  reluctance  to  seek  professional 
help: 

I've  not  gone  out  and  actively  sought  any  help.  There 
have  been  times  I've  thought  that  I  probably  should,  and 
there  are  times  that  I  thought  there  were  some  things 
that  I  needed  to  get  off  my  chest  that  I'm  not  sure  I 
wanted  to  say  to  my  wife... I've  not  gotten  to  the  point 
where  it  has  consumed  me  where  I  had  to  go  find  somebody 
to  let  off.  I  think  I  have  enough  other  avenues,  my 
mother  or  even  maybe  my  sister,  or  some  friends. 

A  mother  described  her  frustration  with  her  husband's 

inability  or  unwillingness  to  seek  support: 

It  is  very  stressful  with  my  husband.  I  get  more  support 
than  he  does.  I  think  men  can't  cope  as  well  as  women 
with  these  situations.  He  doesn't  know  how  to  handle  it. 
He  throws  himself  into  work,  maybe  to  forget.  He's 
stubborn.  He  could  get  the  same  support  if  he  would 
allow  it.  He  wants  help,  but  doesn't  go  about  it.  He 
never  comes  here  (the  clinic)  with  me. 
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Offers  of  Spontaneous  Assistance 

I  asked  the  parents,  "Are  there  people  who  help  you 

without  being  asked?"  The  question  elicited  information  about 

offers  of  spontaneous  help,  an  important  component  of  support. 

Without  spontaneous  assistance,  the  parents  themselves  would 

need  to  seek  help,  a  task  that  few  parents  relished.   I  coded 

the  parents'  responses  as  "yes,"  "no,"  or  "yes,  but  only  at 

the  time  of  diagnosis."   Most  parents  (76%,  n=153)  received 

spontaneous  assistance.  Assistance  that  occurred  at  diagnosis 

and  then  ceased  happened  only  to  3%  (n=5)  of  the  parents.   A 

wonderful  example  of  spontaneous  help  came  from  a  white 

mother : 

Oh  yes  J  Her  school  does  it  (offers  help  without  having  to 
ask  for  it)  .  All  year  kids  save  their  pennies.  They  set 
up  a  charge  account  at  the  gas  station  and  so  we  didn't 
have  to  pay  for  much  gas .  As  soon  as  we  used  up  the 
money,  the  school  would  put  another  $200  in  there.  Every 
class  had  a  jar  and  the  office  had  a  jar  to  collect 
pennies.  The  PTA  had  a  kid's  art  show  and  everyone  gave 
money,  kids  and  adults. 

There  was   a  significant  difference  only  by  race 

(p<1.94E-02) .   African  American  parents  experienced  fewer 

offers  of  spontaneous  support  (65%,  n=34)  than  did  the  white 

parents  (79%,  n=119).  The  five  parents  who  had  the  assistance 

only   at  diagnosis  were  all  white.   These  data  support  the 

same  trend  seen  in  the  pilot  studies  (Williams  1993:  1513), 

although  to  a  lesser  degree.   In  the  earlier  pilot  studies, 

94%  of  the  white  parents  received  spontaneous  help,  compared 

to  57%  of  the  African  Americans.  Perhaps  the  decrease  seen  in 
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spontaneous  offers  of  help  with  the  whites  can  be  explained  by 
the  larger  sample  size.  For  the  African  Americans,  the  pilot 
study  included  parents  of  children  with  sickle  cell  disease. 
That  disease  does  not  seem  to  produce  such  an  emotional 
response  as  saying  that  a  child  had  cancer  and,  hence,  may 
generate  fewer  offers  of  help. 

While  I  do  not  have  specific  data  supporting  my  con- 
clusion, I  suspect  that  income  might  have  played  a  role. 
African  Americans  had  significantly  lower  incomes  than  did  the 
whites.  If  one  is  living  in  a  stressed  financial  and  social 
environment,  there  is  less  chance  of  being  able  to  sponta- 
neously offer  assistance,  be  it  money,  helping  with  childcare, 
or  whatever.  Energies  are  placed  first  into  surviving  the 
daily  challenges  of  living  in  a  economically  challenged 
environment . 

Support  During  Periods  of  Hospitalizations 

I  asked  the  parents  who  was  most  supportive  to  them  while 
their  child  was  in  the  hospital.  Most  parents  (21%,  n=43) 
named  people  whom  I  coded  as  "others"  as  those  most  supportive 
to  them.  The  "other"  category  was,  for  the  most  part,  the 
staff  nurses,  and  occasionally  a  mention  of  a  physician  or  a 
social  worker.  Four  of  these  43  parents  said  other  parents  of 
sick  children  were  most  supportive,  and  two  parents  said  it 
was  a  combination  of  the  nurses  and  other  parents .  Previous 
research  documented  stress  and  conflict  between  parents  of 
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sick  children  and  staff  members  over  issues  of  control,  mainly- 
related  to  exerting  parental  rights,  and  acknowledgement  of 
parental  expertise  (Clements,  Copeland,  &  Loftus  1990; 
LaMontagne  &  Pawlak  1990;  Williams  1992).  My  field  notes 
certainly  attested  to  the  very  same  issues  as  being  pro- 
blematic for  these  parents.  However,  the  parents  differen- 
tiated those  problematic  times  with  a  willingness  of  the 
staff,  particularly  the  nurses,  to  be  there  emotionally  for 
the  parents.  Findings  from  the  pilot  study  indicated  that  the 
professional  staff  defined  enacted  support  most  frequently  in 
terms  of  caring  (Williams  1992:  183).  These  data  supported 
behaviorally  what  staff  members  indicated  they  felt  to  be  the 
most  important  aspect  of  support. 

Spouses  and  significant  others  were  listed  next  as  most 
supportive  (19%,  n=39),  followed  by  mentioning  combinations 
(such  as  family  members  and  friends)  of  people  (15%,  n=31), 
and  family  members  (10%,  n=20).  Occasionally  mentioned  were 
the  grandparents,  friends,  the  ill  child,  and  God.  A  few 
parents  said  they  themselves  were  their  own  support.  No  one 
listed  neighbors  as  being  the  most  supportive  during  times  of 
hospitalizations.  Fourteen  parents  (7%)  said  no  one  was  most 
supportive . 

The  only  significant  difference  was  found  with  gender 
(p<0.008).  Women  primarily  listed  staff  nurses  as  their 
greatest  support  (20%,  n=34),  while  men  primarily  felt  their 
spouse/significant  other  to  be  most  supportive  (31%,  n=ll) . 
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The  second  and  third  most  frequently  cited  sources  of  support 

for  women  were  combinations  of  people  (19%,  n=31)  and  spouse/ 

significant  other  (17%,  n=28) .   For  men,  the  second  most 

frequently  source  of  support  was  primarily  the  staff  nurses 

(26%,  n=ll),  followed  by  the  ill  child  (14%,  n=5).   As  one 

white  father  said: 

It's  my  son.  We  are  real  close.  He  tells  me  to  watch 
out  walking  back  to  the  motel  (leaving  the  hospital  at 
night)  because  it's  a  bad  town  out  there. 

I  also  asked  the  parents  whom  they  asked  to  help  them  run 
their  household  while  their  child  was  in  the  hospital.  If  the 
parents  asked  what  I  meant,  I  told  them  the  intent  was  to  find 
out  who  helped  them  with  everyday  chores,  or  things  that 
needed  to  be  done  at  home,  such  as  picking  up  the  mail,  help- 
ing with  the  other  siblings,  feeding  pets,  etc.  The  majority 
of  the  parents  named  family  members  (33%,  n=66),  followed  by 
their  spouse/significant  other  (23%,  n=46).  A  combination  of 
people  was  the  next  highest  response  (21%,  n=25),  followed  by 
no  one  (12%),  friends  (5%),  neighbors  (4%),  and  others  such  as 
a  housekeeper  or  a  babysitter  (3%). 

There  was  a  significant  difference  only  by  race  (p<0.03) . 
Both  whites  and  African  Americans  relied  mostly  on  family 
members  for  help  running  the  house.  However,  more  African 
American  parents  (50%,  n=26)  listed  family  as  their  primary 
support  for  household  assistance  than  did  white  parents  (27%, 
n=40).  Both  races  chose  the  spouse  as  the  next  most  fre- 
quently chosen  person.    In  this  case,  spouses/significant 
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others  were  listed  more  by  whites  (25%,  n=38)  ,  than  by  African 

Americans  (15%,  n=8).   Eight  African  American  parents  also 

said  no  one  (15%)  helped  them  at  home.  The  next  most  frequent 

source  of  help  for  the  white  parents  was  a  combination  of 

people  (25%,n=37),  as  compared  to  12%  of  African  American 

parents  (n=6)  who  used  a  combination  of  people. 

Relationships  with  parents  of  other  sick  children.   A 

unique  category  of  support  that  existed  primarily  within  the 

structural,  physical  boundaries  of  the  hospitals  or  clinics 

was  that  of  friendships  with  parents  of  other  sick  children. 

These  other  parents  were  not  always  referred  to  as  "friends," 

but  the  relationships  were  extremely  powerful  nonetheless .  As 

one  person  exclaimed,  "it  has  opened  up  a  whole  new  world!" 

One  mother  poignantly  discussed  her  friendships  with  other 

parents : 

No  one  understands  unless  they  go  through  it.  Closest 
people  I  keep  in  touch  with  are  the  other  transplant 
people  who  we  lived  with  for  four  months .  Whenever  I  get 
a  call  or  a  letter  about  their  child  suffering  from  a 
family  problem  or  is  expected  to  die,  your  heart  bleeds 
more  for  them  than  an  immediate  family  member.  It's  the 
greatest  fear  that  you  might  be  going  through  it  one 
day  .  .  .  you  know  first  hand  .  .  .  and  you  want  to  be 
there  any  way  that  you  can,  emotionally,  financially,  or 
to  talk  to  them  at  any  hour  of  the  night. 

Some  parents  hesitated  with  the  word  friend  and  said,  "I 

wouldn't  call  it  a  friendship  as  I  don't  see  them  out  of  the 

clinic,  but  it  is  really  important  to  me."   In  spite  of  the 

ambiguity  as  to  the  label,  these  relationships  certainly 

shared  many  characteristics  of  what  are  generally  assumed  to 

be  characteristics  of  friendship:  lending  a  shoulder  or  an  ear 
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when  needed,  watching  out  for  each  other's  children,  trusting 

that  the  other  person  would  understand  your  circumstances, 

assisting  each  other  in  various  ways,  and  a  willingness  to  be 

vulnerable  and  expose  one's  most  deeply  felt  emotions  to 

others.   A  white  father  tried  to  explain  it  to  me: 

Friendships  with  them  (the  other  parents)  are  more 
supportive,  even  though  those  friendships  are,  generally 
speaking,  not  outside  the  clinical  setting,  or  very 
little  outside  the  clinical  setting,  they  are  still  much 
more  valuable  in  the  support  kind  of  way  than  the 
friendships  you  have  that  are  much  deeper  outside  that 
setting.  Because  they  understand,  you  understand.  They 
can  really,  really  relate  to  how  you  feel. 

The  vast  majority  of  the  sample  (87%,  n=176)  said  that  they 

had  made  friends  or  had  some  relationship  with  other  parents. 

This  was  significant  by  gender  (p<9 . 04E-02) ,  with  more  women 

(89%,  n=149)  making  friends  than  men  (77%,  n=27).  Again,  this 

can  be  explained  by  the  willingness  of  women  to  talk  to 

strangers,  and  by  the  fact  that  the  mothers  were  the  primary 

caregivers  for  most  of  the  children. 

There  was  also  a  significant  difference  by  site,  with 

more  parents  in  Atlanta  (total  n=87)  making  friends  (93%, 

n=81),  than  in  Jacksonville  (total  n=29)  (86%,  n=25),  or 

Gainesville  (total  n=86)  (81%,  n=70).  Atlanta  clearly  had  the 

most  conducive  physical  surroundings  of  the  three  sites,  both 

in  the  clinic  and  in  the  hospital.   In  many  ways,  the  setting 

there  was  more  comfortable.   It  offered  small  enclaves  of 

chairs  where  parents  could  talk  together,  and  the  colors  of 

the  interior  design  were  warmer  and  softer.   The  clinic  area 

had  the  most  active  child  life  program  where  children  could 
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play  nearby  but  apart  from  their  parents,  offering  parents  a 
chance  to  talk  with  others.  Gainesville  was  the  least 
comfortable  of  the  sites,  and  the  only  setting  where  it  was 
not  a  children's  hospital. 

Interior  designs  of  hospitals  built  for  children  versus 
adults  are  quite  different.  Children's  hospitals  are 
brighter,  with  pictures,  toys,  and  wall  murals,  giving  one  an 
aura  of  openness  and  fun,  much  like  a  playground  area. 
Similar  to  the  atmosphere  at  a  child's  playground,  parents  can 
talk  to  one  another  openly  about  their  children.  This  starkly 
contrasts  with  the  bleak,  institutional  designs  of  most  adult 
facilities,  which  serve  to  make  people  feel  uncomfortable  and 
does  nothing  to  facilitate  conversations  between  people,  much 
less  between  strangers . 

The  great  majority  of  the  parents  (81%,  n=163)  felt  that 
these  relationships  were  helpful.  There  were  no  differences 
in  this  finding  by  race,  gender,  or  site. 

These  relationships  were  circumscribed  by  several  things. 

First,  negative  changes  in  the  status  of  a  child's  illness 

created  tremendous  turmoil  for  everyone.    A  white  mother 

reflected  on  this  process: 

They've  (the  other  parents)  been  there — they  know  exactly 
the  emotions .  I  had  feelings  of  guilt  when  my  child  was 
doing  so  well.  I  was  watching  others  not  doing  well  and 
I  felt  guilty.  I  went  through  feeling  like  "I'm  tired  of 
being  hurt,  I  don't  want  to  know  anyone  else,  I  want  to 
disassociate  myself."  They  (the  other  parents)  were 
like,  "Yeah,  we  were  there,  we've  done  that.  It's  time 
for  that."  They've  all  been  there  at  some  point,  but 
I've  made  many,  many  friends.  I'm  going  to  call  everyday 
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if  I  have  to  if  a  child  is  not  doing  well,  just  to  make 
sure  they  are  OK  or  if  there  is  anything  that  is  needed. 

There  were  also  some  physical  spaces  within  which 

interactions  took  place,  such  as  the  smoking  lounges,  that 

were  "safer"  areas  in  which  to  let  go  than  in  the  child's 

hospital  room  or  in  the  examination  rooms .   Not  only  were  the 

parents  out  of  the  view  and  hearing  range  of  the  staff,  they 

were  away  from  their  children.   This  allowed  them  much  needed 

time  to  grieve  and  cry,  time  to  be  angry,  and  simply  time  to 

rejuvenate  themselves.   Few  parents  felt  comfortable  leaving 

the  hospital  for  long  periods  of  time,  or  even  just  for 

dinner,  but  they  did  feel  comfortable  in  leaving  to  have  a 

smoke  or  a  cup  of  coffee.   The  parents'  comments  were  similar 

in  their  descriptions  of  the  value  of  the  smoking  lounge: 

The  best  place  was  always  the  smoking  lounge.  When  you 
have  the  smoking  lounge  everyone  would  be  sitting  up 
there  talking.  Whether  you  got  involved  in  the 
conversation  or  not,  it  made  you  feel  good  to  hear  the 
same  kinds  of  things  going  around  that  you  were  just  told 
by  your  doctor. 

When  you  stay  in  a  hospital  it's  boring.  You  could  go 
crazy  in  those  rooms .  Used  to  have  a  smoking  lounge  and 
a  lot  of  us  would  go  there  when  our  kids  would  be  asleep 
and  we'd  put  together  puzzles  or  play  cards  or  something. 
I  met  a  lot  of  different  people  and  everyone  would  talk. 

The  last  factor  influencing  these  relationships  was 

geographical  distances,  as  parents  often  lived  far  away  from 

each  other.  After  periods  of  staying  in  the  hospital  or  after 

a  long  clinic  day,  the  parents  had  to  squeeze  in  all  the 

events  that  had  not  received  attention  while  they  were  away. 

So,  once  home,  the  stress  of  trying  to  maintain  a  "normal" 
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schedule   and   attend   to   family,   sibling,   and   work 

responsibilities  often  precluded  any  contact  with  others,  even 

if  contact  was  desired. 

Discourse   among   these   parents   centered   on   shared 

understandings .  This  discourse  served  as  the  cement  for  these 

relationships .  It  was  a  true  empathic  bond  between  people  who 

were  living  the  same  types  of  experiences  that  were  often  out 

of  their  own  control .   The  parents  understood  one  another  in 

ways  that  no  one  else,  no  matter  how  close,  could  know  unless 

they  had  sat  in  the  same  chairs,  waited  for  the  same  lab 

results,  or  pondered  how  to  make  the  best  decisions  so  as  not 

to  further  harm  their  child.   As  one  African  American  mother 

said,  "The  parents  are  easier  to  talk  to  because  they  are  in 

your  same  shoes  or  worse  off."   Time  was  not  an  element. 

People  did  not  have  to  build  the  relationships  from  shared 

memories  or  time  spent  together  in  a  variety  of  ways.  Indeed, 

all  it  took  sometimes  was  a  glance  in  a  stranger's  direction 

to  know  that  that  person  needed  help,  some  information  or 

simply  someone  to  sit  quietly  with  them.  As  one  white  mother 

said,  "When  I  see  a  parent  lost  in  clinic,  I  will  tell  them 

things  because  no  one  told  me."   Another  African  American 

mother  echoed  the  same  sentiments : 

First,  when  you  come  to  clinic  you  are  a  stranger  and  you 
do  not  know  what  is  going  on  here.  If  you  have  been 
waiting  in  the  waiting  room  a  long  time,  then  you  need  a 
parent  to  come  up  and  say,  "Haven't  you  been  waiting  a 
long  time?  You  need  to  go  and  do  these  things."  They 
will  guide  you  around  the  center  to  get  you  familiar  with 
the  way  it  operates .  When  your  child  is  getting  treat- 
ments, you  don't  want  to  sit  here  like  a  zombie,  you  need 
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to  have  someone  to  talk  to.  Anyone  will  talk  to  you 
here.  They  can  tell  who  is  new  and  who  just  came  in. 
Just  to  say  hi  or  anything  to  strike  up  a  conversation 
with  them  to  keep  them  from  feeling  like  an  outsider. 

Names  were  not  even  important.   The  bond  was  an  ill  child,  no 

matter  the  race,  gender,  or  diagnosis.   One  mother  made  the 

point : 

There  seems  to  be  a  bond  between  the  mothers .  Black  or 
white,  they  seem  to  know  what's  going  on  in  each  other's 
mind  at  the  time.  I  mean,  one  could  come  in  and  be 
aggravated  with  her  husband,  and  there 'd  be  two  or  three 
of  them  in  the  same  room  saying,  "Well  you  know,  God,  I'm 
glad  you  brought  that  up  today,  because  I'm  just  as  mad, 
too,"  because  they  would  have  the  same  thing  happen  to 
them .   So  there ' s  a  bond  between  mothers . 

Besides  the  empathetic  understanding,  there  were  other 

functions  to  these  relationships .   One  function  was  that  of 

teaching  each  other  how  to  negotiate  the  medical  system. 

Parents  taught  each  other  the  informal  rules  of  the  system, 

such  as  how  to  access  the  attending  physician  if  the  parent 

was  dissatisfied  with  the  residents.   The  other  aspect  of 

teaching  was  filling  in  all  the  sensory  details  of  events  that 

most  of  the  nurses  and  physicians  did  not  describe.   Parents 

told  one  another  how  cold  the  X-ray  rooms  would  be,  what 

certain  medicines  smelled  like,  and  how  to  manage  side  effects 

or  behaviors  at  home.   A  white  mother  explained: 

I  have  learned  probably  more  from  other  parents  than  I 
have  from  anyone.  I  mean,  as  far  as  a  lot  of  things  to 
expect,  when  to  expect  them,  things  that  will  make  it 
easier  as  far  as  treatment,  side  effects. 

Another  function  to  these  relationships  was  offering  hope 

and  renewal.   This  came  about,  in  most  cases,  by  using  a 

downward  comparison  technique.   The  basic  principle  of  the 
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theory  of  downward  comparison  is  that  one's  subjective  well- 
being  can  be  improved  through  comparison  with  a  less  fortunate 
other  (Wills  1981:  245).  Downward  comparison  is  thought  to 
occur  most  as  levels  of  psychological  distress  increase  (Wills 
1987b) . 

The  parents  employed  comparison  coping  concurrently  with 
feelings  of  social  empathy  to  the  other  parents'  situations. 
When  parents  were  really  down,  they  looked  around  at  others 
and  often  came  away  with  the  feeling  that  things  were  not  as 
bad  as  they  could  be.  As  an  African  American  father 
exclaimed:  "When  you  think  you're  doing  bad,  there's  always 
someone  doing  a  little  bit  worse. "  Other  parents  described  the 
process  of  downward  comparison  in  more  detail: 

Selfishly,  I  always  find  somebody  else  that's  in  a  worse 
position,  and  it  makes  me  realize  how  grateful  I  am  that 
things  aren't  any  worse.  And  then  I  see  people  that  have 
been  through  so  much,  and  they  are  still  holding  up.  And 
it's  like  it  just  gives  me  a  renewed  strength  that  I  can 
do  it.  And  then  the  next  day  I  may  go  down  there  and  I 
find  someone  that  I  can  help,  and  that  helps  me.  I 
think,  well,  maybe  there  is  a  reason  I'm  going  through 
this  so  that  I  can  be  here  for  someone  else. 

When  you  are  first  diagnosed,  your  initial  reaction  is, 
"Why  us?  Ours  has  to  be  the  worst  case  scenario  in  the 
world."  The  more  you're  around  other  children  and  other 
parents,  you  realize  that,  regardless  of  how  black  your 
particular  situation  may  appear,  there's  always  worse 
situations  around  you.  And  in  a  macabre-type  way,  it's 
comforting  to  know  that  some  other  people  may  have  it  as 
bad  or  worse  than  you  do,  that  maybe  we're  going  to 
survive  this  after  all. 

In  our  church,  people  think  we're  going  through  a 
terrible  thing.  Yet,  when  I  come  here  (the  clinic),  I 
see  mothers  going  through  worse.  I  think  about  kids  that 
have  no  hope,  whereas  we  have  hope,  and  I  go  back 
encouraged  and  refreshed,  "Hey,  we  have  got  it  made." 
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And  I  see  parents  without  support  systems,  without  what 
we  have,  and,  you  know,  we're  not  going  through  anything. 

What  is  interesting  is  that  the  downward  comparison 

principle  seemed  to  function  only  to  some  unspecified  point, 

at  which  the  comparison  became  too  painful.    Rather  than 

feeling  good,  some  parents  seemed  to  absorb  the  pain  of  the 

other  situations  and  developed  a  heightened  sense  of  their  own 

vulnerabilities.   For  some  parents,  this  happened  only  after 

they  developed  close  relationships  with  a  child  who  died,  and 

for  others,  it  happened  after  months  of  being  in  treatment. 

There  were  no  consistent  patterns  as  to  when  this  process 

altered;  rather,  it  seemed  very  individual  in  the  timing.  The 

uniformity  was  that  the  process  was  observed  frequently  with 

the  parents .  While  acknowledging  that  they  had  formed  helpful 

relationships  with  other  parents,  some  parents  attempted  to 

define  the  emotional  barriers  that  they  used  when  the 

emotional  demands  of  the  relationships  became  too  great: 

I  am  nice  to  everyone,  but  I  don't  want  to  know  your 
problems  because  it  hurts  too  bad.  I  don't  want  to  know 
it  because  I  relate  it  to  what  might  happen  to  us.  While 
I  have  empathy  for  you,  I  have  enough  problems  of  my  own. 
I  hope  that  doesn't  sound  calloused.  I  am  saying  that 
with  tears  in  my  eyes  because  I  don't  want  to  see  all 
these  kids  die,  I  don't  want  to  hear  about  bad  luck 
stories.  I'm  one  of  the  people  who  appear  to  be  cold  and 
calculated  on  the  outside,  but  not  really  .  .  .  soft  in 
the  center. 

The  relationships  with  other  parents  helped,  but  it's 
also  kind  of  like  I  feel  sometimes  I  don't  get  as  close 
as  I  might  because,  I  don't  know,  it's  a  weird  thing. 
It's  like  I  want  to,  and  I  know  the  people  and  chat  with 
them  and  this  and  that,  but  I  don't  want  to  get  real 
close,  because  ...  in  case  something  happened.  I  don't 
know,  it's  just  kind  of,  maybe  too  painful. 
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We  talk  but  not  real  close.  Everyone  has  got  all  they 
can  handle.  They  hate  it,  but  they  can't  get  too  close 
because  they  just  can't  bear  no  more. 

For  some  parents,  it  was  simply  a  clear  decision  not  to 

make  friends  with  other  parents.   One  mother,  whose  son  died 

about  three  months  after  the  interview,  told  me  why  she  would 

not  make  friends  with  other  parents: 

I  isolate  myself.  When  you  get  close  to  others,  you  feel 
happiness  and  sadness.  I  built  a  shell  around  me  and  my 
son.  I  hoped  for  everything  good  and  not  be  dealt  with 
a  tragic  ending.  I  am  trying  to  prepare  myself  for  that. 
It's  a  roller  coaster  ride  with  kids  with  cancer.  If  you 
get  close  to  others,  you  take  that  ride.  I  don't  want 
more  tragedy  than  what  I  have  already. 

Use  of  formal  support  groups.   For  many  years,  formal 

support  groups  have  existed  to  help  parents  cope  with  having 

a  child  with  cancer.   Generally,  the  groups  convened  monthly 

at  the  hospital  or  clinic,  and  were  either  facilitated  by  a 

professional  (usually  a  clinical  nurse  specialist  or  a  social 

worker),  or  by  the  parents  themselves.   In  some  areas,  formal 

organizations,  such  as  the  American  Cancer  Society,  sponsored 

such  groups .   These  groups  were  thought  to  be  an  important 

element  of  support  for  the  parents .   In  the  course  of  asking 

other  support  questions,  the  issue  of  attending  support  groups 

was  often  raised  by  the  parent.   As  this  was  not  a  formal 

question  from  the  interview,  thirty  of  the  questionnaires  were 

missing  data  (n=172).   Most  parents  (81%,  n=139)  had  never 

attended  support  groups.   If  the  parent  had  attended  at  least 

once,  they  were  coded  as  attending.  There  were  no  significant 

differences  by  race,  gender,  or  site. 
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Parents  discussed  the  problems  associated  with  support 

groups:  needing  to  discuss  problems  in  formal  groups  of 

strangers  (as  opposed  to  being  able  to  discuss  problems  in 

small,   impromtu  groups  or  one-on-one  situations  in  the 

hospital  halls),  geographical  distances  from  the  meetings,  or 

inconvenient  meeting  times  that  interrupted  valuable  family 

evening  time.   It  was  clear  that  these  formal  support  groups, 

even  when  facilitated  by  parents  without  professionals,  were 

much  more  threatening  than  the  informal  relationships  that 

parents  developed  on  their  own.  The  structure  of  the  planned 

meetings  held  at  a  certain  time  and  place  precluded  the 

intimacy  that  the  spontaneous  relationships  between  parents 

offered.   Parents  needed  to  be  able  to  discuss  things  on  a 

spur  of  the  moment  basis,  not  wait  until  a  group  meeting  was 

held.   In  addition,  parents  commented  that  a  general  sense  of 

despair  and  gloom  prevailed  at  the  meetings.   One  African 

American  mother  said,  "Most  of  them  have  lost  some,  and  I 

don't  need  to  be  there.   I  still  have  mine."   Another  white 

mother  added: 

I  get  so  depressed  going  to  that  brain  tumor  support 
group.  I  go  occasionally,  but  sometimes  I  just  go  home 
in  tears,  because  you  see  what  they're  going  through  down 
the  road. 

One  day  after  a  long  day  in  the  clinic,  a  social  worker, 
who  had  many  years  of  experience  in  pediatric  oncology, 
discussed  with  me  her  views  on  support  groups.  In  addition  to 
agreeing  that  the  groups  were  under-utilized  and  not  working 
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well,  her  comments  also  reflected  differing  cultural  attitudes 
toward  group  support: 

Blacks  really  use  professionals  in  different  ways  than  do 
whites.  In  14  years  of  running  a  support  group,  I  have 
only  had  four  Black  families  come  to  the  group  on  any 
regular  basis.  The  support  group  is  a  very  novel  idea 
culturally  for  the  Blacks.  They  are  not  used  to  sitting 
in  a  public  circle  and  sharing  their  feelings  and  their 
views.  For  many,  it  is  a  socioeconomic  issue.  The 
support  group  fosters  white,  middle-class  norms  and 
ideas.  The  Blacks  who  are  poor  don't  know  the  vocabu- 
lary, they  don't  have  transportation,  they  need  to  work, 
they  need  childcare — sharing  feelings  is  a  luxury  that 
few  have  time  for. 

In  all,  support  groups  generally  don't  work  .  .  .  but 

then,  there  are  the  few  families  for  whom  it  made  all  the 

difference  in  the  world!   I've  recently  had  three  families 

tell  me  that  they  could  not  have  made  it  through  all  of  this 

without  the  group  and  the  meetings.   It's  so  hard  and  you 

can't  predict  who  will  need  it  or  want  it. 

Financial  Assistance  with  Costs  of  Illness 

In  order  to  understand  instrumental  aspects  of  support, 
I  examined  who  helped  the  parents  financially  to  meet  some  of 
the  added  expenses  created  by  the  children's  illnesses.  As 
explained  in  Chapter  6,  out-of-pocket  costs  were  a  major 
concern  for  most  of  the  parents.  I  asked  the  parents  "How  do 
you  manage  all  the  extra  expenses  that  happened  because  of 
your  child's  illness?"  This  question  elicited  information  on 
the  types  of  assistance  that  parents  received,  as  well  as  a 
gross  estimation  of  the  financial  support  that  was  given. 
Based  on  the  parents'  responses,  I  used  the  following  codes  to 
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differentiate  the  categories  of  people  who  helped  the  parents 
financially:  a)  family  members,  b)  friends,  neighbors, 
community  members  (this  included  fund  raisers  sponsored  by 
churches  or  community  groups),  c)  combination  of  sources,  d) 
others  (primarily  church  groups),  e)  no  one,  f)  non- 
governmental organizations  (primarily  American  Cancer  Society 
and  The  Leukemia  Society),  and  g)  not  needed  (parents 
indicated  that  financial  assistance  was  simply  not  needed) . 
More  than  half  of  the  parents  (56%,  n=114)  used  a  combination 
of  sources  to  help  them  meet  their  financial  burdens. 

The  next  highest  category  was  that  no  one  helped  them 
(11%,  n=22).  I  suspect  that  the  percentage  in  this  category 
was  inflated.  There  were  several  reasons  why  this  number  was 
inflated.  First,  29  children  were  newly  diagnosed  and,  for 
some  of  these  families,  it  was  too  early  to  need  such  help. 
Some  of  these  families  answered  that  no  one  helped  them.  For 
other  parents,  memory  recall  was  a  problem.  Most  parents 
received  some  type  of  assistance,  however  small,  at  some  point 
in  their  child's  illness,  but  some  parents  failed  to  mention 
or  remember  the  small  types  of  support.  Some  parents  remem- 
bered small  amounts,  like  $25  given  in  a  card,  while  others 
only  concentrated  on  large  amounts  or  fund  raisers . 

Friends,  neighbors  and  community  sources  were  the  next 
most  frequent  source  of  help  (9%,n=18),  along  with  family 
members  (8%,  n=17).  Percentages  in  the  other  categories  were 
much  smaller. 
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The  only  significant  difference  was  by  site.  In  each 
site,  as  with  the  results  from  the  overall  sample,  a  combina- 
tion of  sources  was  chosen  most  frequently,  followed  by  no 
one.  The  only  difference  was  in  the  percentages  of  each 
category.  More  parents  in  Atlanta  (67%  n=58)  and  Jacksonville 
(52%,  n=15)  had  a  combination  of  sources  than  did  parents  in 
Gainesville  (48%,  n=41).  Jacksonville  had  a  much  higher  rate 
of  parents  responding  that  they  had  no  help  (21%,  n=6),  than 
did  Gainesville  (11%,  n=9)  or  Atlanta  (8%,  n=7).  I  do  not 
know  why  the  site  differences  existed. 

Amounts  of  financial  support 

The  amount  of  charitable  financial  support  that  the 
parents  received  was  not  trivial.  However,  these  data  need  to 
be  viewed  as  a  gross  estimate  at  best.  Some  parents  kept 
better  accounting  of  costs  and  monies  received,  while  others 
guesstimated  the  help  they  had  received  over  the  length  of 
their  child's  illness.  For  the  entire  sample,  the  financial 
assistance  averaged  $2,364  (std  dev  $5,112),  with  a  range  from 
$0  to  $50,000.  There  was  a  significant  difference  by  race 
(p<0.009).  African  Americans  received  an  average  of  $900  (std 
dev  $1,694),  compared  to  a  much  greater  amount  for  white 
parents  (mean  $2,872,  std  dev  $5,767).  As  suggested  earlier, 
overall  African  American  communities  are  more  economically 
disadvantaged  than  are  white  communities  and  this  could  help 
explain  this  difference.   Nine  parents  reported  receiving 
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financial  assistance  but  could  not  give  any  estimate  of  the 
amount . 

The  amount  of  charity  support  also  differed  signficantly 
(p<0.01)  by  marital  categories.  Divorced  parents  received  the 
highest  amount  of  financial  help  ($4,633,  std  dev  $11,101), 
followed  by  married  parents  ($2,563,  std  dev  $4,388),  widowed 
parents  ($1,400,  std  dev  $1,357),  single  parents  ($742,  std 
dev  $1,520),  and  separated  parents  ($620,  std  dev  $768). 
Higher  levels  of  education  was  significantly  (p<0.007)  cor- 
related with  charity  support,  although  the  association  was 
minimal  (r=0.19).  Income  did  not  correlated  with  the  amount 
of  charity  support  received. 

Social  support  was  also  provided  to  parents  by  people 
giving  rides  to  the  clinic  or  hospital,  free  babysitting, 
making  meals  for  the  families,  and  buying  groceries  or 
children's  clothing,  just  to  mention  a  few  ways.  Parents  did 
not  know  the  frequency  with  which  these  types  of  supportive 
activities  happened  over  the  course  of  their  children's 
illnesses;  thus,  these  activities  were  difficult  to  quantify. 

Social  Networks:  Membership  and  Structural  Aspects 

I  used  the  question,  "Who  has  been  most  supportive  or 
important  to  you  during  the  time  of  your  child's  illness,"  to 
elicit  support  information  specific  to  the  time  of  the  child's 
illness.  There  was  no  limit  to  the  number  of  people  or  types 
of  relationships  that  the  parents  could  name.  As  this  network 
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was  constrained  to  the  time  of  the  child's  illness,  it  may  not 
be  representative  of  the  longer-term  social  network  that  is 
used  outside  of  the  illness  interval  on  a  day-to-day  basis  by 
the  parents.  However,  there  is  a  reasonable  chance  that  the 
networks  overlap. 

For  the  sake  of  brevity,  I  will  deal  only  with  the 
significant  differences  by  race.  There  was  only  one  signi- 
ficant difference  by  gender  (p<0.05),  with  men  listing 
slightly  more  individuals  (mean  0.2,  std  dev  0.4)  from  work 
than  did  women  (mean  0.1,  std  dev  0.5).  Fewer  women  were 
working  than  men  and,  thus,  had  less  contact  with  work 
colleagues.  There  were  only  a  few  significant  differences  by 
site  (number  of  other  parents  of  sick  children  listed  in  the 
network,  number  of  professionals  listed  in  the  network,  and 
whether  the  network  size  was  underestimated) .  Standard 
deviations  of  the  means  will  be  in  parentheses  after  the  mean. 
Social  network  members  will  be  described  as  alters. 

Network  Membership  Features 

The  overall  average  size  of  the  social  networks  was  7.8 
(4.0)  members.  White  parents,  with  an  average  of  8.3  (4.0) 
members,  had  slightly  larger  networks  than  did  African 
American  parents,  who  averaged  6.2  (3.6)  members  (p<0.0007). 
Sizes  of  social  networks  of  parents  of  chronically  ill  or 
disabled  children  and  matched  control  families  have  been 
reported  to  range  from  5.4  to  12  members  (Florian  &  Krulik 
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1991;  Kazak  1987b;  Kazak,  Reber,  &  Carter  1988).  The  size  of 
the  parent'  networks  fell  within  the  published  ranges. 

If  the  parent  in  any  way  indicated  that  their  list  was 
incomplete,  such  as  saying  "there  are  too  many  people  to  list" 
or  "my  whole  church  needs  to  be  on  that  list,"  I  coded  the 
parent  as  having  an  underestimated  network  size.  Only  34%  of 
the  parents  (n=69)  felt  that  their  networks  were  underesti- 
mated, and  the  only  significant  difference  was  by  site. 

For  each  person  in  the  network,  I  asked  what  relationship 
the  parent  had  to  that  person  ( see  Table  7.2).  Most  cate- 
gories are  self-explanatory,  however,  the  category  of  church 
did  not  include  clergy.  Several  clergy  were  mentioned  as 
supports,  yet  they  were  not  affiliated  with  a  specific  church, 
therefore  they  were  listed  as  professionals. 

If  the  informant  listed  several  relationships  for  an 
alter  (such  as  saying,  a  neighbor  and  a  friend),  I  asked  the 
informant  to  name  the  primary  relationship,  and  used  the 
primary  relationships  as  the  code  for  the  category  of  rela- 
tionships .  I  then  counted  the  number  of  people  that  the 
parents  co-listed  in  more  than  one  relationship  category.  The 
mean  of  people  who  were  listed  in  more  than  one  relational 
category  was  very  small,  0.9  (1.7).  The  parents  were  clear  as 
to  the  primary  social  roles  that  these  individuals  played  in 
their  lives. 


225 

Family  support 

The  entire  sample,  as  well  as  the  majority  of  parents 
from  both  races,  named  family  members  more  often  than  other 
people  as  the  people  most  supportive  or  helpful  to  them  during 
the  time  of  their  child's  illness.  There  were  no  significant 
differences  between  races,  as  family  members  made  up  slightly 
less  than  half  of  the  total  networks  for  both  whites  and 
African  Americans.  Although  there  were  more  family  members 
listed,  many  of  the  networks  also  included  other  people. 
These  findings  essentially  verify  the  responses  that  the 
parents  gave  during  the  interview  to  questions  pertaining  to 
support  in  specific  situations. 

These  findings  concurred  with  previous  research  findings 
that  indicated  that  family  members  are  chosen  for  longer-term 
serious  problems  (Fisher  et  al.  1988).  Other  network  studies 
of  parents  of  ill  children  reported  that  half  of  the  member- 
ship of  the  parents '  networks  consisted  of  family  members 
(Kazak,  Reber,  &  Carter  1988). 

However,  the  findings  failed  to  support  the  view  that 
African  Americans  receive  more  family  support  and  have  larger 
kin  networks  than  do  white  families  (Ball,  Warheit,  Vandiver, 
&  Holzer  1979;  Cross  1990;  Gaudia  &  Davies  1985;  Hogan,  Hao, 
&  Parrish  1990;  Johnson  &  Barer  1990;  McAdoo  1978;  Lee  & 
Campbell  1990).  Instead,  the  findings  supported  the  idea  that 
African  Americans  do  not  necessarily  have  larger  networks  of 
support  or  receive  more  family  support  than  do  whites  (Cross 
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1990;  Silverstein  &  Waite  1993;  Williams  1993).  Using  a 
representative  sample  of  white  and  non-white  (Hispanic, 
African  American,  Native  Americans,  and  Asians)  community- 
residing  adults,  an  earlier  network  study  also  found  no 
significant  differences  by  race  in  the  frequency  of  family 
members  listed  as  social  supports  (Griffith  1985:  54).  The 
question  asked  in  the  above  mentioned  study  was  broader  in 
scope  and  asked  who  assisted  with  personal  problems.  This 
view  does  not  negate  the  value  of  family  ties  within  African 
American  communities,  but  it  challenges  the  notion  that  such 
support  is  culturally  biased. 

Friend  and  community  support 

Friends  were  the  second  highest  category  of  people 
listed,  with  a  significant  difference  between  the  white 
parents  and  the  African  American  parents .  White  parents  had 
a  higher  mean  number  of  friends  listed  (2.4),  than  did  African 
Americans  (1.5)  (p<0.03).  This  finding  supported  previous 
research  that  listed  family  and  friends  as  primary  sources  of 
support  in  representative  samples  of  white  and  non-white  adult 
community  members  (Brown  &  Gary  1985;  Griffith  1985);  Taylor, 
Chatters,  Tucker,  &  Lewis  1990). 

There  were  also  no  significant  differences  by  race  in  the 
number  of  alters  who  were  church-related  friends  or  acquain- 
tances. Historically,  the  church  has  been  viewed  as  a  source 
of  support  for  African  American  communities  (Taylor  &  Chatters 
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1988;  Taylor,  Chatters,  Tucker,  &  Lewis  1990).  For  the 
parents  participated  in  formal  religious  activities  prior  to 
the  child's  illness,  their  levels  of  participation  dropped  due 
to  the  demands  of  the  child's  illness.  Data  on  religiosity 
need  to  be  further  analyzed  in  this  study. 

Support  from  parents  of  other  sick  children 

Very  few  other  parents  of  sick  children  were  listed  in 
the  networks .  This  reinforced  the  uniqueness  of  the  category 
of  relationships  in  which  these  other  parents  fell.  Other 
parents  co-existed  in  the  categories  of  both  "other"  and  "the 
same . "  These  relationships  did  not  exist  prior  to  the  time  of 
the  child's  illness.  Few  of  them  shared  any  common  daily 
similarities,  such  as  place  of  residence.  They  were  outside 
the  realm  of  daily  life  when  the  parents  resumed  their 
"normal"  routines,  or  at  least  routines  that  did  not  include 
the  clinic  or  the  hospital. 

But  the  other  parents  were  "the  same"  in  a  profound  way. 
They  shared  the  life-altering  experience  of  having  a  sick 
child.  So  while  they  may  have  been  dismissed  cognitively  as 
not  part  of  one's  supportive  network,  the  other  parents  held 
a  primary  place  in  the  emotional  structuring  of  the  infor- 
mants '  worlds .  The  other  parents  were  in  an  interesting 
juxtaposition  of  being  outside  one's  conscious  consideration, 
and  yet  living  inside  one's  heart  at  the  same  time.  This  tie 
to  others  in  the  same  situation  helped  to  define  social 
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reality  within  the  context  of  the  child's  illness.  It  made 
the  chaotic  world  somewhat  ordered  and  predictable  and  gave 
meaning  to  it  (Marris  1986;  Murphy  1990).  At  the  same  time, 
relationships  with  family  and  friends,  who  knew  the  parents 
prior  to  the  illness,  offered  a  bridge  to  link  the  pre  and 
post  illness  realities. 

The  relationships  between  parents  are  similar  to  the 
notion  of  "communitas"  (Turner  1969).  The  situation  of 
communitas  implies  that  social  discourse  rules  are  suspended 
and  people  relate  to  one  another  affectively,  rather  than 
hiding  behind  narrowly  defined  and  formal  rules  of  conduct. 
These  parent-to-parent  relationships  defied  many  of  the 
conventional  patterns  seen  in  establishing  friendships,  such 
as  time  taken  to  form  trusting  relationships.  Often,  in 
friendships  or  relationships  with  virtual  strangers,  a  person 
retreats  to  some  degree  after  she/he  has  opened  up  and  exposed 
one's  own  vulnerability  to  that  other  person.  In  this  situ- 
ation, general  rules  of  conduct  are  broken.  One  can  take  a 
risk  as  everyone  is  virtually  in  the  same  position.  Sharing 
that  vulnerability  offers  a  semblance  of  protection  and,  thus, 
opens  up  patterns  of  relating  that  are  often  difficult  to 
maintain  in  one's  daily  life. 

Perception  of  Support  from  Alters 

I  wanted  to  determine  just  how  supportive  the  parent  felt 
each  alter  to  be.   The  concept  of  perceived  support  can  be 
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thought  of  "as  a  sense  of  unconditional  acceptance  no  matter 
what  happens"  (Sarason,  Pierce,  &  Sarason  1989:  97).  I  would 
broaden  that  definition  by  adding  perceived  support  acknow- 
ledges that  the  support  or  the  availability  of  support  is 
viewed  as  appropriate  by  the  recipient  of  such  assistance. 
Using  a  scale  of  0-100,  the  parent  listed  a  number  for  each 
alter,  with  100  being  the  most  support  that  you  could  possibly 
have.  I  averaged  the  numbers  of  each  alter  for  an  overall 
perceived  support  score  for  each  parent.  The  mean  for  the 
sample  was  83.6  (16.1),  with  the  only  significant  difference 
by  race  (p<0.006).  African  Americans  perceived  a  greater 
amount  of  support,  with  a  mean  score  of  87  (15.5),  compared  to 
82.5  (15.5)  for  whites.  Men  and  women  were  remarkably  similar 
in  their  perception  of  support  with  men  averaging  82.3  (19.1), 
and  women  averaging  83.9  (15.5). 

I  also  examined  whether  marital  status  predicted  per- 
ception of  support.  There  were  no  significant  differences  by 
marital  category  in  the  perception  of  support  with  the  total 
sample  and  when  sorted  by  race.  In  addition,  neither  income 
or  education  correlated  significantly  with  perception  of 
support . 

Social  network  characteristics  did  not  correlate  signifi- 
cantly with  perception  of  support.  I  correlated  structural 
variables,  such  as  size,  density,  and  distance,  as  well  as 
descriptive  variables,  such  as  length  of  relationships,  types 
of  relationships. 
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Parents  perceived  a  fairly  strong  amount  of  support  from 
their  social  networks.  Size  did  not  appear  to  be  a  deter- 
mining factor,  as  the  African  Americans  felt  a  significantly 
stronger  perception  of  support  from  a  smaller  network  than  did 
the  white  parents .  The  amount  of  perceived  support  is  very 
close  to  that  reported  from  the  pilot  study  of  this  research, 
in  which  the  mean  score  for  perceived  support  was  83.5  for 
white  parents  and  89.75  for  African  American  parents  (Williams 
1993:  1513). 

Structural  Characteristics  of  Social  Networks 

Geographical  distances  of  alters  from  informants 

I  wanted  to  know  whether  most  alters  lived  close  by  to 
the  informants  and,  if  not,  how  far  away  they  lived.  I  asked 
for  the  mileage  estimates  from  the  informant's  house  to  each 
alter 's  house.  Alters  lived  an  average  of  98  (181)  miles  away 
from  the  informant,  with  a  significant  difference  by  race 
(p<0.02).  The  alters  for  the  white  parents  were  much  further 
away  from  them  (mean  121  miles,  std  dev  204),  compared  to  an 
average  of  31  miles  (36)  for  the  African  American  alters.  I 
further  separated  mileage  by  distances:  a)  immediate,  0-5 
miles;  b)  local  6-30  miles;  c)  intermediate,  31-100  miles, 
d)  far,  101-1,000  miles;  e)  very  far,  more  than  1,000  miles, 
and  f)  overseas,  anyone  living  in  a  foreign  country.  As 
expected,  the  further  the  distance  from  the  informant,  the 
fewer  the  average  number  of  people  listed  (see  Table  7.3). 
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Table  7.3 

Average  Number  of  Alters  per  Geographical  Distances 

from  Informant 


MILEAGE 

TOTAL  SAMPLE 

WHITES 

AFRICAN 
AMERICANS 

p  value 

0-5  miles 

2.8 

(2.1)* 

3.0 
(2.1) 

2.3 

(2.1) 

0.006 

6-30  miles 

2.2 
(2.2) 

2.2 
(2.1) 

2.1 
(2.5) 

n.s.** 

31-100  miles 

1.0 
(1.6) 

1.0 
(1.6) 

1.0 
(1.7) 

n.s. 

101-1,000 
miles 

1.4 
(2.0) 

1.6 
(2.2) 

0.7 
(1.3) 

0.003 

>1,000  miles 

0.3 
(0.9) 

0.4 
(1.0) 

0.1 
(0.3) 

0.03 

Lives  in  a 

foreign 

country 

0.0 
(0.3) 

0.1 
(0.4) 

0.0 
(0.1) 

n.s. 

*  standard  deviation  in  parentheses 
**  non-significant  p  value 
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The  majority  of  the  people  whom  the  parents  perceived  to  be 
most  supportive  lived  within  30  miles  from  the  parent.  Dis- 
tances need  to  be  viewed  with  caution  as  most  parents  felt 
that  they  were  less  sure  of  themselves  estimating  further 
distances  from  their  homes . 

Average  length  of  time  of  relationships 

These  relationships  were  of  long  duration.  The  average 
length  of  time  that  the  informants  knew  the  alters  was  14.7 
years  (7.0).  There  were  no  significant  differences  by  race, 
gender,  or  site. 

Density  of  social  networks 

The  density  of  the  network  is  defined  as  "the  total 
number  of  ties  divided  by  the  total  number  of  possible  ties" 
(Borgatti,  Everett,  &  Freeman  1992:  71),  or  in  other  words, 
how  interconnected  the  network  members  are  to  one  another. 
The  average  density  of  the  network  was  0.7  (0.2),  with  a 
significant  difference  by  race  (p<0.01) .  The  African  American 
parents'  networks  were  somewhat  denser,  with  a  mean  density  of 
0.8  (0.2),  compared  to  a  mean  density  of  0.7  (0.2)  of  the 
white  parents '  networks . 

The  densities  of  these  networks  were  within  the  range  of 
densities  found  in  the  networks  of  parents  of  disabled  chil- 
dren (mentally  retarded  children,  children  with  phenyl- 
ketonuria, and  children  with  spina  bifida) .  Their  network 
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densities  ranged  from  .48  to  .79,  with  control  groups  of  non- 
disabled  parents'  network  densities  ranging  from  .49  to  .64 
(Kazak  1987).  The  African  American  families  in  my  study  were 
at  the  top  end  of  the  range  compared  to  these  published 
findings . 

Relationships  of  Social  Network  Measures  to  the  Psychological 
Outcomes 

In  addition  to  describing  the  social  networks  of  these 
parents,  I  wanted  to  determine  whether  various  measures  of 
networks  influence  the  psychological  outcomes.  Essentially 
there  were  no  significant  relationships  between  the  network 
variables  and  the  outcomes  variables.  I  first  examined  the 
correlations  between  the  number  of  network  members,  density, 
the  perceived  level  of  support,  and  the  amount  of  financial 
charity  that  the  parents  received  (as  a  proxy  for  instrumental 
support),  and  the  outcomes  measures  of  anxiety,  depression 
(both  with  the  BSI  and  the  CES-D) ,  somatization,  and  the 
global  severity  index.  Based  on  previous  literature,  I  anti- 
cipated finding  higher  levels  of  psychological  symptomatology 
associated  with  smaller,  more  dense  networks  (Hirsch  1980; 
Kazak  1987b;  Kazak,  Reber,  &  Carter  1988).  On  the  contrary, 
the  parents'  quite  dense  networks  appeared  to  assist  the 
parents  in  ways  that  may  have  contributed  to  their  low  levels 
of  psychological  symptomatology.  As  noted  in  previous 
studies,  network  size  did  not  reflect  the  effectiveness  or  the 
quality  of  the  social  network  (Kazak  &  Marvin  1984:  74). 
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Although  my  network  sizes  were  small,  the  alters  (primarily 
family  and  friends)  were  able  to  provide  either  enough 
assistance,  the  appropriate  type  of  help,  or  the  perception 
that  help  was  available  so  that  the  parents  felt  a  fairly 
strong  level  of  support. 

In  addition,  I  thought  that  perception  of  support,  as 
opposed  to  levels  of  instrumental  support,  would  correlate 
negatively  with  the  outcome  measures.  Presumably  if  one 
perceives  that  others  care  and  are  supportive,  then  perhaps 
some  feelings  of  anxiety  or  depression  could  lessen.  However, 
there  were  no  significant  correlations  between  these  measures, 
with  the  exception  of  a  very  slight  correlation  between  amount 
of  financial  charity  and  anxiety  (r=0.18,  p<0.01).  These 
findings  do  not  support  earlier  ones  that  associated  genera- 
lized perception  of  support  to  psychological  well-being 
(Dunkel-Schetter  &  Bennett  1990;  Sarason,  Pierce,  &  Sarason 
1989;  Speechley  &  Noh  1992;  Wethington  &  Kessler  1986). 

I  also  performed  a  regression  on  the  WCQ  coping  scale 
means  against  the  dependent  variable  of  perception  of  support. 
A  review  of  the  literature  by  Dunkle-Schetter  and  Bennett 
(1990)  suggested  that  various  coping  behaviors  were  related  to 
the  receipt  of  support.  For  example,  problem-solving,  seeking 
support,  and  positive  reappraisal  coping  behaviors  were 
associated  with  receiving  social  support  (Dunkel-Schetter, 
Folkman,  &  Lazarus  1987).  However,  results  of  this  regression 
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were  not  significant.  Use  of  various  coping  behaviors  did  not 
influence  perception  of  support. 

I  also  did  two  regression  analyses  using  various  network 
measures  as  independent  variables  against  the  dependent 
outcome  variables.  The  first  regression  used  the  independent 
variables  of  number  of  network  members,  density,  number  of 
family  members  in  the  network,  number  of  friends  in  the 
network,  the  geographical  distance  measures,  and  average 
length  of  time  of  the  relationships  against  each  dependent 
variable.  None  even  approached  significance.  The  second 
regression  used  all  the  measures  of  the  different  categories 
of  relationships  in  the  networks  (such  as  number  of  family, 
number  of  friends,  number  of  work  associates,  etc.)  against 
each  dependent  variable.  Again,  nothing  was  significant. 
These  findings  were  also  repeated  when  network  measures  were 
entered  into  the  full  conceptual  model,  as  explained  in 
Chapter  8.  Essentially,  social  network  and  social  support 
measures  did  not  influence  the  psychological  outcomes  of  these 
parents . 

Concluding  Discussion  of  Social  Support 

Once  again,  social  support  has  shown  itself  to  be  a 
tangible  construct  felt  to  be  very  important  to  people. 
Measuring  social  support  remains  a  challenge  as  the  construct 
is  made  up  of  lots  of  components.  Disentangling  those 
components  is  one  of  the  difficult  aspects  of  measuring 
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support.  Another  challenge  is  trying  to  measure  the  impact  of 
social  support,  or  any  of  its  component  parts,  on  other 
things ,  such  as  outcome  variables .  Many  aspects  of  support 
and  characteristics  of  social  networks  differed  very  little  by 
race,  gender,  or  site.  Most  parents  had  multiple  sources  of 
assistance,  both  for  emotional  and  instrumental  support. 
Family  and  significant  others  were  used  as  primary  confidants, 
as  well  as  being  the  first  line  of  help  for  assisting  with 
household  matters,  as  well  as  during  times  in  the  hospital. 

These  social  network  relationships  were  of  long  duration, 
highly  interconnected,  with  members  living  near  to  one 
another.  These  small,  dense,  kin-centered  networks  were 
similar  to  Marsden's  (1987)  findings  when  he  investigated  the 
interpersonal  networks  in  which  Americans  discuss  "important 
matters."  His  network  sizes  were  smaller  (whites,  mean  size 
3.1,  African  Americans,  mean  size  2.35)  than  those  reported 
here.  However,  dealing  with  childhood  cancer  is  a  much 
broader  issue  than  asking  about  discussion  of  important 
matters.  Marsden's  small  sizes  were  also  an  artifact  of  the 
network  generator  that  he  used.  He  limited  the  responses  to 
five  alters  only,  and  only  three  alters  were  used  for 
analysis. 

The  network  characteristics  shed  little  light  on  the 
psychological  consequences  for  these  parents.  Perhaps  the 
experience  of  having  a  child  with  cancer  is  so  encompassing 
that  nothing  else  matters  .  .  .  not  the  amount  of  support,  or 
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who  provided  it,  or  how  much.  Instead,  what  really  matters 
most  is  the  child's  progression  through  the  illness,  with  the 
end  question  being,  "does  the  child  survive?"  Although  time 
since  diagnosis  was  the  variable  used  to  operationalize  the 
various  stages  of  illness,  it  merely  offered  the  element  of 
time.  It  did  not  quantify  how  different  children  responded  to 
their  illnesses,  or  the  impact  of  the  child's  responses  on  the 
parent's  psychological  state.  What  is  needed  are  longitudinal 
data  that  look  at  the  process  of  the  illness  and  the  factors 
that  influence  the  parents '  psychological  states  at  any  given 
time.  No  matter  the  perception  of  being  supported,  or  the 
amount  of  financial  support  received,  the  bottom  line  is 
whether  one's  child  will  become  well.  The  bond  between  most 
parents  and  children  is  so  deep  and  complex  that  other  things 
thought  to  diminish  pain  and  suffering  (such  as  social  sup- 
port) may  only  offer  a  little  protection  from  the  ravages  of 
the  fear  of  losing  one's  child. 

An  analogy  may  be  made  in  regards  to  the  loss  of  a  loved 
one.  Time  can  never  replace  the  loss,  but  time  alters  the 
reaction  to  that  loss.  The  loss  remains,  but  most  people  will 
differ  in  their  responses  to  that  loss  over  time.  Social 
support  may  never  directly  lessen  the  parent's  fear  of  what 
may  happen  to  their  ill  child,  but  it  may  function  as  an 
indirect  mechanism  to  assist  the  parent  in  re-conceptualizing 
the  stress  or  the  outcomes  associated  with  the  child's 
illness. 
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The  general  definition  of  support  differed  by  race. 
While  African  Americans  parents  defined  support  in  broader 
terms,  encompassing  both  emotional  and  instrumental  aspects, 
white  parents  more  often  defined  support  solely  in  emotional 
terms.  White  networks  were  larger,  but  African  Americans 
perceived  receiving  a  greater  amount  of  support  from  the 
network  members.  Perhaps  African  American  parents  defined 
support  in  broader  terms  because  they  had  significantly 
different  needs  than  the  white  parents.  With  much  lower  mean 
incomes,  attention  may  need  to  be  directed  toward  both  instru- 
mental and  emotional  needs . 

Both  sets  of  parents  used  professional  supports, 
particularly  during  times  of  hospitalizations.  An  important 
finding  for  both  race  and  gender  was  the  unique  relationships 
that  parents  forged  with  other  parents  of  sick  children.  In 
some  ways,  it  defied  labeling  as  aspects  of  these  relation- 
ships broke  down  some  of  the  normal  conventions  of  social 
relationships.  In  other  ways,  these  relationships  reflect 
ideal  types  of  relationships  that  we  often  strive  to  obtain 
through  years  of  friendships.  An  empathetic  caring  was  the 
underpinning  of  these  relationships  that  erased  any  social 
boundary  that  might  have  normally  been  in  place  due  to  gender, 
color,  or  socioeconomic  differences. 

In  spite  of  the  questions  left  unanswered,  there  were 
clear  trends  in  the  data  as  to  what  mattered  most  about 
support  and  the  support  providers.   First,  support  needed  to 
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be  action  oriented,  rather  than  just  words  offering  help.  As 

one  young  African  American  mother  gratefully  exclaimed: 

My  family  loves  us.  Well,  you  hear  your  family  say,  "you 
know  we  care  about  you,  "  but  to  have  it  shown.  Words 
are  easy  to  say,  but  actions  speak  louder  than  words,  and 
they've  been  here. 

Parents  repeatedly  said  that  they  simply  could  not  call 

others  when  people  said,  "call  me  if  you  need  anything!" 

While  recognizing  that  those  offers  were,  for  the  most  part, 

sincere,  it  created  yet  another  burden  for  the  parent.   It 

meant  calling,  defining  something  they  needed,  and  losing  a 

little  more  of  their  pride  and  their  independence.    Some 

parents  had  offers  of  help  that  turned  out  to  be  merely  empty 

phrases.  For  the  parents  who  learned  that  the  offers  of  help 

were  insincere,  the  lesson  was  painful  and  resulted  in 

bitterness.   As  some  of  the  parents  told  me  in  tears: 

Some  people  want  to  help,  but  most  of  them  don't.  They 
prefer  to  go  out  and  buy  them  a  dress  or  go  to  a  club  or 
something,  and  then  they  say,  "Well,  I'll  help  you  this 
time,  and  maybe  I  can  help  you  another  time,"  but  they 
really  don't  do  that. 

People  don't  call  me  now  because  they  are  afraid  that  I 
am  going  to  ask  for  something.  I  haven't  asked  anyone 
other  than  my  mother.  Sometimes  I  don't  like  to  accept 
the  help  because  then  I  feel  like  I  owe  them  my  time  or 
something.  I  guess  with  family  you  shouldn't  feel  that 
way.  I  never  had  to  have  outside  help  before.  I  raised 
her  since  she  was  eight  months  old  and  never  had  to  have 
help.   But  with  the  cancer,  it  is  just  too  much. 

Parents  stressed  that  support  meant  someone  else  taking 

the  initiative  to  do  something  concrete.   Support  also  needed 

to  be  freely  given,  without  judgment,  and  without  increasing 

the  work  load  of  the  parent.  As  one  white  mother  noted,  "Find 
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a  way  to  help  without  creating  additional  obligations  or 

work. "  Another  white  mother  explained: 

Not  necessarily  saying,  "call  if  you  need  anything,"  but 
offer  something  so  that  I  could  say  yes  or  no.  It's 
really  hard  to  say,  "Okay,  well,  could  you  come  over  and 
keep  the  kids  for  three  hours  on  Friday  night?"  I  just 
really  can't  bring  myself  to  do  that. 

Another  white  mother  was  exasperated  at  the  offers  of  "help" 
she  was  receiving: 

Find  a  way  to  help  without  creating  additional 
obligations  or  work.  In  other  words,  make  it  easyi  If 
you  call  and  say,  "We'd  like  to  take  your  son  to  the 
Braves  game,"  and  then,  "Can  you  have  him  here  at  9:00 
and  can  you  pick  him  up  at  3:00?",  that  is  placing 
demands  on  me:  time,  place  and  "be  there"  demands.  If 
someone  wants  to  help  me,  they  will  call  and  they'll 
handle  the  whole  thing,  and  they'll  go  over  all  the 
points  in  advance.  It  will  be  well-planned.  And  they'll 
be  very,  very  flexible. 

Some  parents  also  recognized  that  the  process  of  support 

involved  being  able  to  receive  at  times  that  might  not  be 

optimal.   A  white  father  illustrated  the  delicacy  of  the 

balance  involved  in  giving  and  receiving: 

It's  a  two  way  bridge.  People  can  offer  and  you  turn 
your  nose  up,  they  stop  offering.  For  all  the  support 
that  has  been  offered,  we  never  turned  it  down  like  we 
didn't  want  it.  It's  always  been  a  gentle,  "well,  we 
really  don't  need  it  at  this  point,  but  thank  you  and  we 
will  keep  you  in  mind.  "  We  don't  want  to  burn  bridges  if 
we  need  it  down  the  line." 

Another  white  mother  shared  what  she  had  considered  to  be  the 

best  advice  that  her  family  had  received  during  her  child's 

illness.   The  advice  came  from  her  pastor: 

You  are  going  to  experience  a  lot  of  people  wanting  to  do 
a  lot  for  you.  Sometimes  it's  going  to  be  to  help  you 
out  with  some  physical  need  or  whatever.  But  some  of 
it's  going  to  be  financial.  I  know  that  your  first 
impulse  is  going  to  be  to  say,  "No,  we're  fine."  But  you 
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need  to  let  people  help,  for  two  reasons.  One,  you  are 
going  to  need  that  help.  Second,  they  need  to  feel  like 
they  are  helping. 

Parents '  own  words  were  used  in  this  chapter  to  help 
clarify  and  illustrate  vividly  the  process  of  support.  Ernie 
definitions  of  support  were  offered,  and  situational  types  of 
support  were  described  in  order  to  understand  who  provided 
support,  what  was  provided,  and  how  much  was  provided. 
Characteristics  of  the  parents 's  social  networks  during  the 
time  of  their  child's  illness  were  defined.  Social  network 
measures  were  correlated  and  regressed  against  the  psycho- 
logical outcomes  to  determine  the  influence  they  had  on  the 
outcomes.  Finally,  the  most  important  aspects  of  support  were 
summarized. 

The  next  chapter  examines  the  process  of  coping,  using 
the  theoretical  framework  of  stress,  appraisal,  and  coping. 
The  conceptual  framework  is  tested  and  results  are  discussed. 


CHAPTER  8 
THE  PROCESS  OF  COPING  AND  ITS  INFLUENCE  ON  PSYCHOLOGICAL 

OUTCOMES 


This  chapter  examines  coping  from  a  theoretical  per- 
spective using  the  stress,  appraisal,  and  coping  framework 
discussed  previously.  Coping  is  examined  to  determine 
whether,  and  how,  it  influences  the  psychological  outcomes. 
Data  will  be  presented  regarding  specific  situations  parents 
identified  as  stressful,  appraisals  of  the  parents'  percep- 
tions of  their  control  in  these  situations,  which  coping 
behaviors  parents  used,  parents'  satisfaction  with  the 
outcomes  of  the  stressful  situations,  mean  scores  of  the 
psychological  outcomes,  and  whether  coping  influenced 
psychological  outcomes  in  the  parents .  Results  of  the 
multiple  regression  used  to  test  the  conceptual  model  will  be 
presented  and  discussed. 

Types  of  Stressful  Events  Experienced  by  the  Parents 

It  would  be  easy  to  assume  that  the  child's  illness  was 

the  biggest  stressor  for  these  parents.  The  illness  certainly 

frequently  overshadowed  other  demands  in  their  lives  and  was 

intricately  woven  into  all  daily  events. 

The  worse  day  was  when  I  thought  I  couldn't  get  down  here 
with  my  son  [parent  lived  out-of-town  from  the  treatment 
center] .   I  went  to  the  welfare  office  to  ask  them  to 
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bring  my  baby  here  for  treatment.  I  walked  two  miles  to 
the  office.  They  said  that  they  [the  welfare  people] 
tried  to  find  my  house  but  couldn't.  I  had  to  walk,  I 
had  no  other  choice  as  my  car  broke  down  and  was  in  the 
shop.   I  had  to  get  him  [her  son]  down  here  somehow. 

The  event  of  making  a  decision  between  whether  to  give  my 
daughter  a  50-50  chance  of  life  through  long-term  suf- 
fering treatments  of  chemotherapy  and  radiation  or 
letting  her  walk  away  and  giving  her  the  very  best  of 
life  for  however  long  she  has. 

This  AM  was  the  worse,  coming  down  here  [to  the  clinic] 
in  traffic.  The  air  conditioning  was  out  in  the  car  and 
she  [the  ill  child]  was  not  feeling  well.  She  vomited 
and  I  had  to  get  off  the  road.  It  bothered  me  seeing  her 
high  anxiety.  I  try  to  make  it  as  stress-free  as  pos- 
sible. I  calmed  her  down,  cleaned  her,  and  changed  her 
clothes. 

However,   juxtaposed  with   the   illness,   other   stressful 

circumstances  demanded  and  competed  for  time,  energy,  and 

resources  of  these  families. 

My  van  tore  up — that  was  rough.  It  happened  on  the  way 
to  the  hospital  and  that  made  it  bad. 

My  washer  broke  so  I  went  to  the  Laundromat.  My  clothes 
were  stolen,  about  $200  worth. 

Yesterday,  trying  to  get  packed  for  the  wedding  we  are 
attending  and  I  didn't  have  a  gift.  It's  matter  of 
trying  to  get  everything  done.  There  were  after  school 
errands,  and  I  had  to  be  back  at  school  by  7  PM.  I  had  to 
draw  blood  for  a  CBC  [complete  blood  count  on  the  ill 
child]  and  my  other  child  had  a  softball  game.  It's  a 
matter  of  communicating.  Both  my  husband  and  I  have 
beepers  and  mobile  phones  and  we  still  can't  get  it  all 
together . 

Even  simple  household  tasks  created  stress  when  time  is  at  a 

premium . 

Last  week,  I  had  two  days  off  from  work  but  I  kept  having 
visitors  and  it  was  driving  me  crazy.  I  just  wanted  to 
get  the  house  back  in  order.  I  knew  if  I  didn't  get  it 
done,  I  wouldn't  have  time. 
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Parents  described  the  most  stressful  event  of  the  past 
seven  days  in  a  brief  narrative  prior  to  completing  the  WCQ. 
Narratives  pertaining  to  the  child's  illness  were  the  most 
frequently  cited  type  of  stress  (55%),  followed  by  family 
issues  (27%),  work/school  issues  (6%),  domestic  and  financial 
issues  (both  4%),  and  lastly,  issues  related  to  extended 
relationships  (2%).  For  white  parents,  the  child's  illnesses 
was  most  frequently  cited  (55%),  followed  by  family  issues 
(27%).  This  pattern  continued  with  54%  of  the  African 
American  parents  citing  the  child's  illness  first,  and  28% 
citing  family  issues  secondly.  Women  and  men  both  chose  the 
child's  illness  as  most  stressful  (54%  and  60%,  respectively), 
followed  by  family  issues  (28%  for  women,  23%  for  men).  The 
same  pattern  was  seen  when  the  data  were  analyzed  by  site. 

For  the  overall  sample,  specific  issues  pertaining  to  the 
child's  medical  care  (19%)  was  the  most  frequently  seen  speci- 
fic type  of  narrative,  followed  by  the  disease  effects  on  the 
child  (17%),  family  discord  issues,  and  illness  in  other 
family  members  (both  8%).  The  white  parents  chose  medical 
care  issues  (20%)  as  the  most  frequent  type  of  specific 
situation,  followed  by  issues  relating  to  disease  effects 
(12%)  .  Disease  effects  were  identified  most  frequently  by  the 
African  American  parents  (18%),  followed  by  medical  care 
issues,  and  family  issues  (both  14%). 

For  women,  the  majority  (19%)  chose  medical  care  issues 
as  the  most  frequent  specific  type  of  situation,  followed  by 
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issues  pertaining  to  disease  effects  (15%)  .  Men  chose  disease 
effects  most  frequently  (23%),  followed  by  medical  care  issues 
(17%). 

By  site,  Atlanta  parents  chose  disease  effects  (19%) 
first,  followed  by  medical  care  issues  (14%).  Gainesville 
parents  chose  medical  care  most  often  (22%),  followed  by 
disease  effects  (16%).  Jacksonville  parents  chose  medical 
care  issues  most  frequently  (21%),  followed  by  finances, 
disease  effects,  and  work/school  issues  (all  10%).  As 
expected,  the  child's  illness  was  the  primary  stress  affecting 
the  majority  of  these  parents  at  the  time  of  the  interview. 
The  interviews  were  all  conducted  in  a  health  care  setting. 
The  child's  illness  was  the  reason  that  the  parents  were  at 
the  hospital  or  clinic  and  this  may  have  slightly  influenced 
their  choice  of  stressor  at  the  time.  Had  the  interviews 
taken  place  in  the  home  setting,  a  different  pattern  of 
results  may  have  occurred. 

Influence  of  Type  of  Stressful  Event  on  Coping  Behaviors 

I  wanted  to  know  how  the  type  of  stressful  event  affected 
the  choice  of  coping  behaviors  used  (see  Table  8.1).  Parents 
describing  situations  involving  domestic,  family,  work/school, 
and  financial  issues  had  the  highest  mean  score  on  the  Planful 
Problem  Solving  scale.  Parents  dealing  with  extended 
relationship  issues  had  the  highest  mean  score  on  the 
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Self -Controlling  scale.  Seeking  Social  Support  was  used  most 
frequently  with  issues  pertaining  to  the  child's  illness. 

I  used  MANOVA  (multiple  analysis  of  variance)  to 
determine  whether  choice  of  coping  behaviors  differed 
significantly  by  the  type  of  stressful  event.  I  used  the 
adjusted  R-squared  value  to  show  the  amount  of  variance  that 
type  of  stressful  event  explained  for  each  coping  scale. 
Initially,  the  following  scales  were  reported  as  significant: 
a)  Confrontive  Coping  (df=5,  p<0.04,  R2=0.06),  b)  Seeking 
Social  Support  (df=5,  p<0.0001/  R2=0.17),  c)  Accepting 
Responsibility  (df=5,  p<0.0001,  R2=0.15),  d)  Planful  Problem 
Solving  (df=5,  p<0.02/  R2=0.08),  and  e)  Positive  Reappraisal 
(df=5,  p<0.005,  R2=0.08).  The  Wilks '  Lambda  statistic,  which 
examined  all  scales  simultaneously,  was  significant  indicating 
a  difference  in  means  scores  by  type  of  narrative  (df=35, 
F  value  2.74,  p<0.0001).  (See  Table  8.2  for  a  description  of 
the  scales . ) 

Tukey  post-hoc  analysis  was  then  performed  to  determine 
which  type  of  stressful  event  had  significantly  different 
means  on  the  coping  scale  scores .  Three  scales  had  no 
significant  differences  of  coping  scale  means  by  type  of 
stressful  narrative:  Confrontive  Coping  (minimum  significant 
difference  =  7.32),  Planful  Problem  Solving  (minimum  signi- 
ficant difference  =  13.21),  and  Positive  Reappraisal  (minimum 
significant  difference  =  8.95). 
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Table  8.2 
Description  of  the  Folkman  and  Lazarus  Coping  Scales 


Confront ive  Coping 

Describes  aggressive  efforts  to 
alter  the  situation  and  suggests 
some  degree  of  hostility  and  risk- 
taking. 

Distancing 

Describes  cognitive  efforts  to 
detach  oneself  and  to  minimize  the 
significance  of  the  situation. 

Self -Control ling 

Describes  efforts  to  regulate  one's 
feelings  and  actions. 

Seeking  Social  Support 

Describes  efforts  to  seek  informa- 
tional support,  tangible  support, 
and  emotional  support. 

Accepting  Responsibility 

Acknowledges  one's  own  role  in  the 
problem  with  a  concomitant  theme  of 
trying  to  put  things  right. 

Escape-Avoidance 

Describes  wishful  thinking  and 
behavioral  efforts  to  escape  or 
avoid  the  problem.  Items  on  this 
scale  contrast  with  those  on  the 
Distancing  scale,  which  suggest 
detachment . 

Planful  Problem  Solving 

Describes  deliberate  problem- 
focused  efforts  to  alter  the 
situation,  coupled  with  an  analytic 
approach  to  solving  the  problem. 

Positive  Reappraisal 

Describes  efforts  to  create  posi- 
tive meaning  by  focusing  on  per- 
sonal growth.  It  also  has  a 
religious  dimension. 

Source:  Folkman,  Susan  and  Richard  Lazarus 

1988b  Manual  for  the  Ways  of  Coping  Questionnaire, 
Research  Edition.  Palo  Alto,  CA:  Consulting 
Psychologists  Press,  p.  8. 
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Differences  were  found  in  the  scales  Seeking  Social  Sup- 
port and  Accepting  Responsibility  (see  Table  8.3).  Parents 
dealing  with  issues  pertaining  to  their  child's  illness  used 
seeking  social  support  (mean  18.9)  coping  behaviors  more 
frequently  than  parents  dealing  with  domestic  issues  (mean 
7.4,  p<.05,  difference  of  means  =  11.55).  Three  of  the  items 
in  the  Seeking  Social  Support  scale  reflect  emotion-focused 
coping  behaviors:  "talked  to  someone  about  how  I  was  feeling," 
"accepted  sympathy  and  understanding  from  someone,"  and  "I  got 
professional  help."  The  other  three  items  are  problem- focused 
coping  behaviors:  "talked  to  someone  to  find  out  more  about 
the  situation, "  "talked  to  someone  who  could  do  something 
concrete  about  the  problem,"  and  "I  asked  a  relative  or  friend 
I  respected  for  advice."  Parents  have  little  control  over 
much  of  what  happens  during  their  childrens '  illnesses. 
Emotion- focused  coping  behaviors  are  thought  to  be  used  more 
often  in  situations  where  there  is  little  chance  of  effecting 
change.  The  problem- focused  items  in  this  scale  indicate  that 
the  parents  also  sought  advice  and  talked  to  individuals  who 
could  provide  more  information  and  who  could  do  something 
about  the  situation.  Throughout  most  days,  parents  responded 
to  changes  in  their  children  by  using  both  problem-focused  and 
emotion-focused  coping. 

For  example,  I  observed  a  mother  of  a  newly  diagnosed 
child  interact  with  the  nursing  staff  and  the  clinical  nurse 
specialist.   The  mother  was  very  anxious  and  demanded  to  have 
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Table  8.3 

Tukey's  Studentized  Range  for  WCQ  Coping  Scales 
of  Stressful  Event 


A.  SEEKING 

SOCIAL  SUPPORT* 

Tukey  Grouping 

Mean 

N 

Type  of  Stressful  Event 

A 

18.94 

109 

CHILD'S  ILLNESS 

A 

B     A 

15.48 

4 

EXTENDED  RELATIONSHIPS 

B     A 

B     A 

14.31 

10 

MONEY 

B     A 

B     A 

12.07 

54 

FAMILY 

B     A 

B     A 
B 

11.12 

12 

WORK/ SCHOOL 

J— 1 

B 

7.39 

10 

DOMESTIC 

Minimum  significant  difference  =  10.45,  **  alpha  =  0.05. 
df=193 


B.  ACCEPTING 

RESPONSIBILITY* 

Tukey  Grouping 

Mean 

N 

Type  of  Stressful  Event 

A 

14.29 

4 

EXTENDED  RELATIONSHIPS 

A 

B     A 

10.59 

10 

MONEY 

B     A 

B     A 

9.87 

54 

FAMILY 

B     A 

B     A 
B 

B 
B 

7.65 

10 

DOMESTIC 

6.13 

12 

WORK /SCHOOL 

B 

4.54 

109 

CHILD'S  ILLNESS 

Minimum 

signi 

fie ant  di 

.f  ference 

=  8.02,  alpha  =  0.05,  df=193 

*  Means  with  the  same  letter  are  not  significantly  different. 
SAS  uses  alphabet  letters  to  visually  distinguish  the 
differences  in  the  table. 

♦♦Minimum  significant  difference  is  the  value  at  which  or 
above  the  difference  between  the  highest  mean  and  the  lowest 
mean  would  be  significant. 
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explanations  regarding  all  the  nursing  care  that  was  being 
given  to  her  son.  In  the  first  two  days  of  her  child's  first 
hospital  admission,  this  mother  had  been  given  false  informa- 
tion by  an  intern.  In  addition,  another  physician  had  for- 
gotten to  order  a  simple  blood  test  to  diagnose  anemia.  Had 
it  been  ordered,  the  child  could  have  received  a  needed  blood 
transfusion,  and  his  energy  level  would  have  dramatically 
improved.  This  mother  was  furious  and  needed  to  learn  how  to 
deal  with  these  situations.  She  first  presented  the  informa- 
tion to  the  staff  nurses,  who  confirmed  that  her  observations 
were  indeed  correct.  She  then  sought  out  the  clinical  nurse 
specialist  with  whom  she  could  sit  and  simply  express  her 
frustrations .  She  then  followed  up  with  complaints  to  the 
senior  physicians  that  they  failed  to  monitor  the  intern's 
activities,  thus  creating  patient  and  family  discomfort.  In 
one  afternoon,  using  both  emotion- focused  and  problem- focused 
coping  behaviors,  this  mother  attempted  to  improve  the  care  of 
her  son. 

Parents  who  were  dealing  with  extended  relationship 
issues  used  accepting  responsibility  coping  behaviors  more 
frequently  (mean  14.3)  than  those  dealing  with  work/school 
issues  (mean  6.1)  or  child's  illness  issues  (mean  4.5,  p<.05, 
largest  difference  of  means  =  9.75).  The  items  in  this  scale 
were  all  emotion-focused  behaviors  and  included  statements 
such  as  "criticized  or  lectured  myself,"  "I  apologized  or  did 
something  to  make  up,"  "realized  I  brought  the  problem  on 
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myself,"  and  "I  made  a  promise  to  myself  that  things  would  be 
different  next  time."  These  statements  reflected  an  intro- 
spective perspective  on  a  situation,  often  seen  in  situations 
dealing  with  interpersonal  problems. 

In  contrast,  the  parents'  narratives  describing  work/ 
school  problems  or  the  child's  illness  were  not  introspective 
issues.  Work/school  narratives  often  dealt  with  needing 
additional  time  away  from  work  or  school  to  take  care  of  their 
ill  child.  The  focus  of  the  stress  in  those  situations  was 
the  employer  or  the  school  requirements  that  were  not  flexible 
enough  to  accommodate  the  parents'  needs.  The  items  in  the 
Accepting  Responsibility  scale  would  not  make  sense  to  use  for 
issues  pertaining  to  the  child's  illness  as  the  illness  was 
not  something  that  the  parents  brought  on  themselves .  As  one 
mother  described  her  working  situation: 

I  can't  get  the  good  working  hours.  Although  they  try  to 
be  nice  at  work  I  have  not  been  allotted  the  generosity 
that  I  should  have.  I  have  missed  a  total  of  three  days 
of  work  since  his  illness  started  .  .  .  the  rest  of  the 
days  are  all  in  vacation  and  personal  time,  which  I  have 
wiped  out.  The  rest  of  the  time  I  go  to  work  in  tears 
while  my  husband  has  been  with  my  son  because  I  can't 
afford  not  to.  They  have  tried  to  use  my  son  as  a  reason 
for  maybe  not  giving  me  that  raise  or  giving  me  that 
promotion  or  extra  hours.  I  have  told  them,  "I  don't  use 
my  son  as  an  excuse,  why  do  you?"  I  have  contemplated 
quitting,  but  I  would  feel  guilty  giving  up  my  insurance 
and  relying  on  Medicaid,  as  I  do  have  insurance  (now). 
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Secondary  Cognitive  Appraisal  of  Stress 

Cognitive  appraisal  is  a  process  used  to  determine 
whether  a  situation  taxes  or  exceeds  a  person's  adaptive 
resources.  Primary  appraisal  is  used  to  determine  whether  a 
person  has  anything  at  stake  in  the  encounter.  Secondary 
appraisal  asks  what  can  be  done  about  the  situation  (Lazarus 
&  Folkman  1984).  In  stressful  situations,  it  is  thought  that 
individuals  use  both  emotion-focused  and  problem-focused 
coping.  However,  the  appraisal  of  the  situation  in  terms  of 
whether  one  has  the  potential  for  control  determines  the 
relative  proportion  of  each  type  of  coping  used. 

Modifying  a  question  used  in  previous  research  (Folkman, 
Lazarus,  Dunkel-Schetter,  DeLongis,  &  Gruen  1986),  I  asked  a 
question  to  assess  secondary  appraisal.  I  did  not  assess 
primary  appraisal.  I  wanted  to  know  if  the  parent  felt  he/she 
had  any  control  over  the  situation,  and  whether,  and  how, 
perceived  control  influenced  the  coping  process.  The  question 
was  "Is  this  a  situation  a)  that  you  could  change  or  do 
something  about,  b)  that  you  had  to  accept,  c)  in  which  you 
needed  to  know  more  before  you  could  act,  and  d)  in  which  you 
had  to  hold  yourself  back  from  doing  what  you  wanted  to  do?" 
Answers  were  yes/no  and  scored  zero/one  (item  a  was  reverse 
scored) .  The  higher  the  score,  the  more  the  person  felt  that 
he/she  could  exert  control  or  change  the  situation.  Possible 
scores  ranged  from  0-4. 
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Perceived  control  did  not  make  a  significant  difference 
in  the  psychological  outcomes .  The  summed  control  score  did 
not  correlate  significantly  with  any  of  the  psychological 
outcomes.  The  mean  of  the  summed  control  score  was  1.8  (std 
dev  1.0,  n=202).  Mean  score  for  women  (n=167)  was  1.8  (std 
dev  1.0)  and  1.7  (std  dev  1.0)  for  men  (n=35).  African 
Americans'  (n=52)  average  score  was  1.7  (std  dev  1.1),  as 
compared  to  1.8  (std  dev  1.0)  for  whites  (n=202).  There  were 
no  significant  differences  by  race  or  gender  in  the  mean 
control  scores.  As  this  scale  was  modified  from  the  original 
Likert  scale  there  is  no  published  comparison  score.  Compar- 
ing the  mean  of  the  scale  to  the  highest  possible  score  showed 
that  the  parents  did  not  feel  a  high  level  of  control  in  their 
stressful  situations.  There  was  remarkable  consistency  in 
levels  of  perceived  control  across  gender  and  racial  lines. 

There  were  also  no  significant  differences  in  the  mean 
summed  control  score  or  in  the  individual  control  items  when 
compared  by  coping  type  (emotion-focused  coping  and  problem- 
focused  coping) .  Plotting  the  means  of  the  summed  control 
score  by  the  types  of  coping  indicated  a  slightly  stronger 
positive  relationship  between  problem- focused  coping  and  a 
greater  perception  of  control,  than  did  emotion-focused 
coping.  This  makes  sense  theoretically  as  it  is  thought  that 
problem-focused  coping  is  used  more  often  in  situations  in 
which  one  can  change  the  troubled  situation. 
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In  addition,  I  wanted  to  know  if  perception  of  support 
would  predict  a  stronger  sense  of  control  in  stressful  situa- 
tions.  Regression  analysis  showed  that  level  of  perceived 
support  did  not  predict  perception  of  control. 

Types  of  Coping  Behaviors  Used  in  Response  to 
Identified  Stressful  Events 

After  completing  the  narrative,  the  parents  filled  out 
the  WCQ.  The  highest  mean  score  was  seen  in  the  Planful 
Problem  Solving  scale,  followed  by  Seeking  Social  Support,  and 
Positive  Reappraisal  (see  Table  8.4). 

For  white  parents,  the  highest  mean  score  was  on  the 
Planful  Problem  Solving  scale,  followed  by  Seeking  Social 
Support.  For  African  American  parents,  Positive  Reappraisal 
was  most  frequently  used,  followed  by  Planful  Problem  Solving. 
Women  and  men  both  used  Planful  Problem  Solving  most  fre- 
quently, followed  by  Seeking  Social  Support.  As  Lazarus  and 
Folkman's  theory  predicts,  the  parents  clearly  used  a  combin- 
ation of  both  emotion-focused  and  problem-focused  coping 
behaviors . 

Significant  Differences  in  Types  of  Coping  Behaviors 
Used  by  Race  and  Gender 

There  were  few  differences  by  race  or  gender  in  the  types 
of  coping  behaviors  that  the  parents  utilized.  First,  I 
compared  the  mean  scale  scores  of  the  WCQ  by  race.  There  were 
significant  differences  in  the  means  of  three  scales.  African 
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American  parents  more  frequently  used  the  Distancing  scale 
(p<0.02)/  which  describes  cognitive  efforts  to  detach  oneself 
and  to  minimize  the  significance  of  the  situation.  Detaching 
oneself  from  a  bad  situation  or  not  labeling  a  situation  in 
negative  terms  has  been  described  as  ways  that  blacks  have 
dealt  with  everyday  racism  in  their  lives  (Feagin  &  Sikes 
1994).  Perhaps  this  learned  behavior  give  African  American 
parents  an  advantage  in  dealing  with  the  most  stressful 
aspects  of  having  an  ill  child.  Blacks  also  scored  higher  on 
the  Positive  Reappraisal  scale  (p<.0004)/  which  describes 
efforts  to  create  positive  meaning  by  focusing  on  personal 
growth.  This  scale  includes  a  religious  dimension.  Reli- 
giosity has  been  seen  as  a  strength  of  black  communities,  and 
this  may  help  to  explain  why  the  black  parents  scored  signi- 
ficantly higher  on  the  Positive  Reappraisal  scale  than  did  the 
white  parents.  White  parents  scored  higher  (p<0.004)  on  the 
Planful  Problem  Solving  scale,  which  describes  deliberate 
problem- focused  efforts  to  alter  the  situation,  coupled  with 
an  analytic  approach  to  problem  solving. 

The  only  significant  difference  in  coping  behaviors  by 
gender  was  with  the  Accepting  Responsibility  scale  (p<0.05). 
Women  used  these  coping  behaviors  more  than  men.  Items  in 
this  scale  included,  "criticized  or  lectured  myself,"  and 
"realized  I  brought  the  problem  on  myself."  One  mother,  in 
tears,  poignantly  described  her  feelings  as  a  woman  and  a 
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mother  of  a  sick  child.  Her  description  illustrates  this  type 
of  coping. 

The  entire  staff  needs  to  understand  that  a  woman  has  so 
much  crap  in  her  head  .  .  .  it's  a  process  you  go  through 
with  a  sick  child.  You  blame  yourself,  you  beat  yourself 
up  with  "what  did  I  do  wrong?"  You  are  looking  for 
answers  and  there  may  not  be  answers . 

Significant  Differences  in  Functions  of  Coping 
by  Race  and  Gender 

To  simplify  understanding  how  parents  coped,  I  collapsed 
all  the  emotion- focused  coping  items  from  the  WCQ  into  a 
single  variable  designating  emotion- focused  coping,  and 
labeled  it  as  "E."  I  did  the  same  procedure  with  the  problem- 
focused  coping  items,  labeling  this  variable  as  "P." 
Dr.  Susan  Folkman  (personal  communication,  2-9-92)  identified 
the  scale  items  considered  emotion-focused  coping  items,  as 
well  as  those  considered  to  be  problem- focused  items. 

I  wanted  to  know  which  function  of  coping  the  parents 
used  most  often  in  dealing  with  their  stressful  situations. 
For  the  entire  sample,  64%  of  the  parents  most  frequently  used 
problem-focused  coping  and  36%  used  emotion-focused  coping. 
Seventy  percent  of  white  parents  used  problem- focused  coping 
and  30%  of  white  parents  used  emotion- focused  coping.  African 
American  parents  were  almost  equally  divided  in  their 
responses,  with  52%  most  frequently  using  emotion- focused 
coping  and  48%  using  problem- focused  coping.  By  race,  the 
only  significant  difference  was  blacks  used  emotion- focused 
coping  more  than  whites  (p<0.0001). 
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Women  (63%)  and  men  (71%)  most  frequently  used  problem- 
solving  coping,  as  opposed  to  37%  of  women  and  29%  of  men 
using  emotion-focused  coping.  There  were  no  significant 
differences  by  gender.  The  same  patterns  were  seen  above  when 
use  of  the  specific  coping  scales  was  described. 

Perceived  Satisfaction  with  Outcome  of  Stressful  Situation 

The  extent  to  which  a  person  judges  whether  a  stressful 
encounter  was  resolved  successfully  is  seen  as  an  immediate 
outcome  of  the  coping  process  (Folkman,  Lazarus,  Dunkel- 
Schetter,  DeLongis,  &  Gruen  1986:  993).  I  was  interested  in 
knowing  whether  my  informants  felt  satisfied  with  the  outcome 
of  their  stressful  situations,  and  if  so,  if  perceived  satis- 
faction affected  the  psychological  outcomes.  Satisfaction 
with  outcome  was  seen  as  a  short-term  outcome,  as  opposed  to 
the  longer  term  outcomes  of  the  psychological  symptoms. 
Overall,  103  parents  felt  satisfied  with  the  outcome,  while  96 
parents  were  dissatisfied  (missing  n=3).  Men  were  signifi- 
cantly (p<3.95E-02)  more  satisfied  (69%)  than  were  women  (48% 
satisfied).  Using  chi-square  analysis,  there  were  no  signi- 
ficant differences  found  between  the  satisfaction  outcome  and 
race,  marital  status  and  site.  Once  again,  the  commonality  of 
the  situation  is  stronger  than  the  differences  between  groups. 

I  compared  the  WCQ  mean  scale  scores  by  perception  of 
satisfaction.  With  a  satisfied  outcome,  Planful  Problem 
Solving  had  the  highest  mean  (19.5,  std  dev  12.6),  followed  by 
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Seeking  Social  Support  (16.5,  std  dev  9.2).  The  same  pattern 
was  seen  with  unsatisfied  outcomes.  Planful  Problem  Solving 
had  the  highest  mean  (16.7,  std  dev  8.4),  followed  by  Seeking 
Social  Support  (14.9,  std  dev  9.0).  There  were  no  significant 
differences  in  mean  scores  when  compared  by  the  perception  of 
satisfied/unsatisfied.  Apparently,  how  the  parents  personally 
managed  the  stressful  situation  did  not  influence  their  per- 
ception of  satisfaction.  Additional  stressors  and  emotional 
demands  may  be  competing  for  the  parents'  attention,  thus 
diminishing  feelings  of  satisfaction  in  one  situation. 
Whether  changes  in  other  peoples '  behaviors  more  strongly 
influence  perception  of  satisfaction  was  not  measured. 

I  also  examined  whether  there  were  differences  in  the 
mean  scores  of  the  WCQ  coping  scales  by  race  and  gender  on  the 
individual  dimensions  of  satisfied  and  unsatisfied.  There 
were  no  significant  difference  by  gender.  With  a  satisfied 
outcome,  the  only  significant  difference  by  race  were  found  in 
the  coping  scales  Planful  Problem  Solving  (higher  mean  score 
for  whites,  p<0.009),  and  Positive  Reappraisal  (higher  mean 
score  for  blacks,  p<0.01).  This  is  consistent  with  the  data 
from  the  WCQ  mean  scale  scores  compared  by  race,  without 
regard  to  the  satisfaction  outcome. 

With  an  unsatisfied  outcome,  the  only  significant 
difference  by  race  was  with  the  Positive  Reappraisal  scale, 
with  African  Americans  scoring  higher  than  whites  (p<0.004). 
The  items  on  this  scale  were  all  emotion-focused  coping  items. 
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Emotion-focused  coping  has  been  shown  to  be  associated  with 
poorer  psychological  outcomes.  It  is  difficult  to  predict 
whether  feeling  unsatisfied  contributed  to  the  negative 
psychological  outcomes,  or  whether  prior  feelings  of  distress 
colored  the  perception  of  dissatisfaction  with  the  stressful 
event . 

Positive  and  negative  outcomes  may  be  due  to  the  demands 
and  constraints  of  the  situation  in  which  coping  strategies 
are  applied,  and  the  skill  with  which  they  are  used  (Folkman 
et  al.  1986:  1001).  In  a  sample  of  75  white  married  couples 
interviewed  once  a  month  over  six  months,  Folkman  et  al. 
(1986)  found  that  satisfactory  outcomes  in  stressful  encoun- 
ters were  characterized  by  higher  mean  scores  on  the  Planful 
Problem  Solving  and  Positive  Reappraisal  scales.  Unsatisfac- 
tory outcomes  were  seen  with  use  of  the  Confrontive  Coping  and 
Distancing  scales. 

These  findings  contrasted  with  my  findings.  A  satisfac- 
tory outcome  in  this  research  was  associated  with  Confrontive 
Coping.  The  confrontive  coping  scale  was  comprised  of  all 
problem-focused  coping  behaviors  such  as  "stood  my  ground  and 
fought  for  what  I  wanted, "  "tried  to  get  the  person  respon- 
sible to  change  his  or  her  mind,"  "I  expressed  anger  to  the 
person(s)  who  caused  the  problem,"  "I  let  my  feelings  out 
somehow, "  "took  a  big  chance  or  did  something  very  risky, "  and 
"I  did  something  which  I  didn't  think  would  work,  but  at  least 
I  was  doing  something."   Certainly  in  the  situation  of  having 
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an  ill  child,  confrontive  behavior  was,  at  times,  the  only- 
recourse  to  finding  out  information  about  their  child.  Anger 
flared  from  the  parents  as  they  attempted  to  deal  with  health 
care  professionals  representing  different  specialties  and 
offering  disparate  advice  on  treatment  options.  Parents 
commented  on  their  need  to  become  assertive,  and  even 
aggressive,  as  a  way  to  survive  the  medical  system  and  to 
protect  their  child.  In  this  respect,  confrontive  coping  was 
a  learned  strategy  to  negotiate  the  health  care  system. 
Parents  also  felt  helpless  at  times  trying  to  deal  with 
various  aspects  of  their  childrens '  care.  Being  able  to 
respond  verbally  or  behaviorally  would  help  to  diminish  the 
anguish  that  accompanied  their  helplessness. 

Using  logistic  regression,  I  asked  whether  use  of  spe- 
cific coping  behaviors  from  the  WCQ  scales  affected  the 
perception  of  a  satisfactory  outcome.  The  eighth  scale, 
Positive  Reappraisal,  was  redundant  and  did  not  add  anything 
to  the  logistic  model.  Confrontive  Coping  (p<0.001,  odds 
ratio  =  0.089),  Accepting  Responsibility  (p<0.0009,  odds  ratio 
=  0.898),  and  Planful  Problem  Solving  (p<0.04,  odds  ratio  = 
0.95)  were  significantly  associated  with  a  higher  probability 
of  having  a  satisfied  outcome  (-2  LOG  Likelihood  29.038  with 
7  DF,  p  =  0.0001)  [note:  satisfied  was  coded  as  zero,  unsatis- 
fied was  coded  as  one]. 

A  second  logistic  regression  was  performed  asking  for  a 
backwards  stepwise  regression,  which  took  one  item  at  a  time 
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and  removed  it  from  the  model  to  determine  the  best  fit  of  the 
model.   Results  were  the  same  as  the  first  regression. 

A  factor  analysis  of  the  WCQ  scales  was  then  done  to 
examine  the  redundancy  of  the  Positive  Reappraisal  scale. 
While  redundancy  is  sometimes  seen  with  a  small  sample  size, 
it  is  usually  not  seen  in  a  sample  size  this  large.  Positive 
Reappraisal  loaded  most  closely  (0.67)  with  the  Seeking  Social 
Support  scale  (0.66).  If  the  Seeking  Social  Support  scale 
were  deleted  from  the  model,  then  Positive  Reappraisal  might 
return  to  the  model.  It  appears  that  these  scales  may  be 
tapping  into  the  same  dimensions. 

Does  the  Process  of  Coping  Affect  Psychological  Outcomes? 

I  first  examined  the  mean  area  T-scores  of  the  BSI  and 
the  CES-D  (see  Table  8.5).  With  the  BSI  scores,  the  three 
individual  dimension  scores  that  I  am  reporting  (anxiety, 
depression,  somatization)  were  slightly  above  the  published 
norms,  except  for  the  GSI.  Remember  that  the  GSI  is  a  global 
index  comprised  of  the  above  mentioned  dimensions,  as  well  as 
the  dimensions  of  obsessive-compulsive,  interpersonal 
sensitivity,  hostility,  phobic  anxiety,  paranoid  ideation,  and 
psychoticism.  Scores  on  the  other  dimensions  could  be  low 
enough  to  decrease  the  over-all  score  on  the  GSI.  Although 
elevated,  the  scale  means  (except  for  anxiety)  all  fell  within 
one  standard  deviation  of  the  published  mean.  Anxiety  was  one 
point  higher  than  one  standard  deviation  of  the  mean. 
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Table  8.5 

Mean  Area  T-Scores  of  the  BSI 
and  the  CES-D  Psychological  Outcomes 

n=202 


Outcomes 

Mean 

Standard 
Deviation 

Minimum 

Maximum 

Published 
Mean 

Published 
Standard 
Deviation 

A.   BSI  Scores:* 

Anxiety 

61.0 

9.5 

38.0 

80.0 

50.0 

10.0 

Depression 

57.9 

10.1 

42.0 

80.0 

50.0 

10.0 

Global  Severity 
Index 

46.8 

8.1 

33.0 

80.0 

50.0 

10.0 

Somatization 

53.3 

10.4 

41.0 

78.0 

50.0 

10.0 

B.  CES-D  Score: 

Depression  (CES-D) 

17.2 

11.6 

0.0 

47.0 

8.97** 

8.5 

*  Means  calculated  on  area  T-scores  for  the  BSI  dimensions  of 
anxiety,  depression,  global  severity  index,  and  somatization 
(Derogatis  1993:  12). 

**Radloff  1991 
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Drawing  on  my  years  of  clinical  experience  with  parents 
of  chronically  ill  children,  I  chose  to  analyze  only  those 
dimensions  most  frequently  seen  in  these  parents.  Anxiety  and 
depression  are  also  the  symptoms  used  in  other  research 
studies  of  parents  of  chronically  ill  children. 

I  used  the  operational  definition  of  "caseness"  to 
determine  the  percentage  of  parents  who  have  poorer 
psychological  outcomes.  Caseness  is  the  score  or  the  value 
that  serves  to  screen  for  a  positive  case.  As  defined  by 
Derogatis  (1993:  31),  "if  the  respondent  has  a  GSI  score  (on 
Norm  B,  the  adult  nonpatient  norm)  greater  than  or  equal  to  a 
T  score  of  63,  or  if  any  two  primary  dimension  scores  are 
greater  than  or  equal  to  a  T  score  of  63,  then  the  individual 
will  be  considered  a  positive  diagnosis  or  a  case."  Out  of 
the  total  sample  (n=201,  missing  1),  28%  of  the  parents  were 
cases.  African  American  parents  had  a  higher  percentage  of 
parents  with  poor  psychological  outcomes  (33%)  than  did  white 
parents  (27%).  There  was  a  marked  contrast  by  gender,  with 
many  more  women  (28%)  having  poor  psychological  outcomes  than 
men  (4%) . 

Regarding  the  CES-D,  the  overall  sample  mean  was  17.2 
(std  dev  11.6),  indicating  slight  depression.  The  score  of  16 
is  considered  the  cut-off  point  for  indicating  depression.  In 
the  original  study,  this  corresponded  to  the  80th  percentile 
(Radloff  1991) . 
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Scores  were  remarkably  similar  across  both  race  and 
gender  (see  Table  8.6).  The  only  significant  difference  was 
the  depression  score  obtained  from  the  CES-D  (p<0.05).  Women 
were  slightly  depressed,  with  a  mean  score  of  17.9.  I  cannot 
explain  why  the  BSI  depression  score  did  not  indicate  a 
significant  difference  between  genders.  The  BSI  should  have 
been  the  more  sensitive  of  the  two  depression  scales,  as  it  is 
gender-normed .  Perhaps  the  two  scales  are  measuring  different 
aspects  of  the  overall  construct  of  depression.  There  were  no 
published  data  correlating  the  depression  dimension  of  the  BSI 
with  the  CES-D. 

I  also  compared  the  mean  raw  scores  of  the  BSI  variables 
(see  Table  8.7)  to  the  published  norms.  All  dimensions, 
except  for  the  GSI,  were  above  the  published  means, 
particularly  anxiety.  The  mean  of  the  GSI  was  slightly  lower 
than  the  published  mean.  I  also  compared  the  mean  raw  scores 
by  gender  to  the  gendered  published  norms  (see  Table  8.8). 
[NOTE:  There  are  no  published  norms  by  race.]  Using  a  non- 
parametric  comparison  of  means  (Wilcoxon  scores),  there  were 
no  significant  differences  by  race,  site  or  marital  status. 
There  was  a  significant  difference  by  gender  for  anxiety 
(women  more  anxious,  p<0.02)  and  for  the  GSI  (women  more 
symptomatic ,  p<0 . 03 ) . 

Usually,  the  mothers  were  the  primary  care-givers  of  the 
ill  children.  This  meant  rooming-in  during  hospitalizations 
and  dealing  with  the  ill-child  on  a  24  hour  basis,  as  well  as 
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Table  8.7 


Mean  Raw  Scores  of  the  BSI  Psychological  Outcomes 

n=201  (1  missing) 


Mean 

Standard 
Deviation 

Published 
Mean* 

Published 

Standard 

Deviation* 

Anxiety 

1.11 

0.86 

0.35 

0.45 

Depression 

0.84 

0.84 

0.28 

0.46 

Somatization 

0.49 

0.65 

0.29 

0.40 

Global  Severity 
Index 

0.21 

0.19 

0.30 

0.31 

(Derogatis  1993:  35) 
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Table  8.8 


Mean  Raw  Scores  of  the  BSI  Psychological  Outcomes  by  Gender 

n=201  (1  missing) 


Mean 

Standard 
Deviation 

Published 
Mean* 

Published 

Standard 

Deviation* 

A .  Women  ( n= 1 6  7 ) s 

Anxiety 

1.17 

0.87 

0.44 

0.54 

Depression 

0.89 

0.86 

0.36 

0.56 

Somatization 

0.54 

0.69 

0.35 

0.46 

Global  Severity 
Index 

0.22 

0.17 

0.35 

0.37 

B.  Men  (n=35) : 

Anxiety 

0.84 

0.74 

0.26 

0.31 

Depression 

0.57 

0.70 

0.21 

0.33 

Somatization 

0.29 

0.40 

0.23 

0.32 

Global  Severity 
Index 

0.19 

0.25 

0.35 

0.24 

*(Derogatis  1993:  35) 
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with  the  never-ending  interruptions,  lack  of  privacy  and 
general  tension  that  accompanies  in-patient  stays.  Clinic 
visits  stretched  for  hours  and  were  times  of  heightened 
anxiety.  Some  mothers  also  had  to  balance  work  obligations, 
caring  for  the  siblings,  and  worrying  about  spouses.  Stress 
for  these  women  was  constant  and  severe.  High  levels  of 
anxiety  would  be  expected.  This  is  not  to  negate  the  stress 
of  the  fathers.  However,  the  men  more  often  assumed  work  roles 
that  removed  them  physically  and  mentally  from  the  grinding 
physical  and  emotional  routine  of  caring  for  the  ill  child  and 
organizing  the  household. 

Comparison  of  Mean  Scores  of  Outcome  Variables  by 
Coping  Type,  Gender,  and  Race 

In  order  to  help  interpret  the  regression  analyses,  I 
compared  the  mean  scores  of  the  outcome  variables  by  type  of 
coping  (emotion-focused  or  problem- focused ) ,  then  type  of 
coping  by  gender  and  race  ( see  Table  8.9).  Wilcoxon  scores 
were  used  as  a  nonparametric  measure  to  compare  means  across 
groups.  All  psychological  outcomes  were  significant  by  type, 
except  anxiety.  Parents  who  predominately  used  emotion- 
focused  coping  had  poorer  psychological  outcomes . 

Within  types,  there  was  very  little  variability  in  the 
outcome  scores  (see  Table  8.10).  When  compared  by  race,  there 
were  significant  differences  for  whites  in  all  outcomes, 
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Table  8.9 
Means  of  Psychological  Outcomes  by  Coping  Types 


Emotion-Focused  Coping 

Problem-Focused  Coping 

N 

Mean 

Standard 
Deviation 

N 

Mean 

Standard 
Deviation 

Level  of 
Signifi- 
cance 

Variable 

A.  BSE  Scores: 

Anxiety 

71 

62.5 

8.7 

130 

60.2 

9.8 

n.s. 

Depression 

72 

61.4 

9.6 

130 

55.9 

9.9 

p<0.0005 

Somatiza- 
tion 

72 

56.8 

11.0 

130 

51.4 

9.6 

p<0.0009 

Global 

Severity 

Index 

72 

49.9 

8.6 

130 

45.1 

7.3 

p<0.0001 

B.  CES-D  Score: 

Depression 

72 

21.8 

11.5 

130 

14.6 

10.9 

p<0.0001 
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Table  8.10 


Means  of  Psychological  Outcomes  by  Coping  Types,  Sorted  by 

Race  and  Gender 


Emotion-Focused  Coping 

Problem-Focused  Coping 

N 

Mean 

Standard 
Deviation 

N 

Mean 

Standard 
Deviation 

Level  of 
Signifi- 
cance 

Variable 

A.  BSE  Scores: 

Anxiety 

White 

45 

63.3 

8.2 

105 

60.9 

9.7 

n.s. 

Black 

26 

61.1 

9.4 

25 

57.1 

10.1 

n.s. 

Female 

61 

62.2 

8.4 

105 

60.0 

8.9 

n.s. 

Male 

10 

64.5 

10.8 

25 

61.1 

13.2 

n.s. 

Depression 

White 

45 

62.2 

9.2 

105 

56.2 

10.1 

p<0.002 

Black 

26 

60.0 

10.4 

25 

55.0 

9.3 

n.s. 

Female 

61 

61.0 

9.2 

105 

56.1 

10.0 

p<0.004 

Male 

10 

64.2 

11.9 

25 

55.4 

10.0 

p<0.04 

Somatization 

White 

45 

56.6 

11.0 

105 

51.5 

9.5 

p<0.007 

Black 

26 

57.3 

11.3 

26 

60.0 

10.1 

n.s. 

Female 

61 

57.0 

11.1 

105 

51.7 

9.7 

p<0.004 

Male 

10 

56.7 

11.3 

25 

49.8 

9.1 

n.s. 

Global 
Severity  Index 

White 

45 

51.0 

8.3 

105 

45.5 

7.2 

p<0.0003 

Black 

26 

48.4 

9.1 

25 

43.5 

7.2 

p<0.02 

Female 

61 

49.0 

7.9 

105 

45.5 

7.2 

p<0.002 

Male 

25 

55.2 

11.1 

25 

43.2 

7.3 

p<0.003 

B.  CES-D  Score: 

Depression 

White 

45 

21.8 

10.6 

105 

14.8 

11.0 

p<0.0002 

Black 

27 

21.7 

13.1 

25 

13.7 

10.8 

p<0.02 

Female 

62 

21.7 

11.9 

105 

15.7 

11.4 

p<0.0008 

Male 

10 

22.2 

9.4 

25 

10.1 

7.1 

p<0.002 
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except  anxiety.  Use  of  emotion- focused  coping  resulted  in 
higher  scores  on  the  outcomes.  For  African  Americans,  the 
only  significant  differences  were  seen  in  the  GSI  and  the  CES- 
D  depression  score.  Poorer  adjustment  was  associated  with  use 
of  emotion- focused  coping. 

Women  had  significant  differences  in  all  outcomes,  except 
anxiety.  Men  showed  significant  differences  in  both  measures 
of  depression  and  in  the  GSI.  For  both  groups,  emotion- 
focused  coping  resulted  in  poorer  outcomes . 

Do  Coping  Patterns  Predict  Psychological  Outcomes? 

After  looking  at  the  mean  scale  scores  I  used  regression 
analysis  to  determine  whether  patterns  of  coping  behaviors 
predicted  outcome  variables .  These  analyses  were  a  multi-step 
process,  each  model  building  on  the  previous  regression 
results .  Initially,  I  used  just  the  model  of  the  WCQ  coping 
scales  with  each  outcome  variable.  The  statistical  program 
SAS  looked  at  all  possible  regression  models  (i.e.,  best  fit 
of  all  the  coping  scales  together  and  by  combinations),  and 
the  model  that  accounted  for  most  of  the  variance  was  chosen. 
Using  just  the  WCQ  scales,  R-squares  ranged  from  0.14  to  0.30 
(see  Table  8.11).  Huber's  method  was  used  to  re-weight  each 
observation  to  correct  for  outliers.  As  all  adjusted  values 
were  within  one  standard  error  of  the  parameter  estimates,  it 
was  not  necessary  to  use  the  re-weighted  regression  model. 
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Table  8.11 

Regression  Model  of  WCQ  Coping  Scales 

and  Psychological  Outcomes 

n=202 


A.  Anxiety.1 


Best  Model  R2 


R  Using  All  Coping  Scales  in  Model 


0.20 
Distancing 
Escape-Avoidance 
Planful-Problem  Solving 


0.21 


B.  Depression: 


0.27 
Self -Controlling 
Accepting  Responsibility 
Escape-Avoidance 


0.29 


C  Somatization;      0.14 

Escape-Avoidance 
Accepting  Responsibility 
Planful  Problem-Solving 


0.15 


D.  GSI: 


0.28 

Self -Control ling 
Accept  Responsibility 
Escape-Avoidance 


0.30 


E.  CES-D: 


0.27 
Accepting  Responsibility 
Escape-Avoidance 
Planful-Problem  Solving 


0.30 
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Race  and  gender  were  added  to  the  regression  model,  and 

I  examined  the  results  for  interactive  effects.   The  only 

significant  outcome  was  seen  with  the  Global  Severity  Index 

(the  higher  the  score,  the  more  distressed  an  individual). 

The  GSI  is  the  most  sensitive  single  indicator  of  the 

respondent's  distress  level,  combining  information  of  numbers 

of  symptoms  and  intensity  of  distress  (Derogatis  1993:  31). 

The  interactive  model  using  the  Accepting  Responsibility 

scale,  race  and  gender  was  significant  (p<0.04),  and  explained 

0.37  of  the  variance  (F  value  15,  7.10).  When  race  and  gender 

were  analyzed  by  component  parts,  black  females  who  coped  by 

using  the  behaviors  in  the  Accepting  Responsibility  scale 

accounted  for  0.43  of  the  variance  in  the  GSI  (n=42,  1 

missing,  F  value  3,  9.66,  p<0.001).   These  women  were  more 

symptomatic  and  felt  more  distress  than  white  women  or  men  of 

either  race.    Additional  items  that  were  thought  to  be 

contributing  factors  to  the  poor  adjustment  were  added  to  the 

model.   Socioeconomic  variables,  such  as  education,  amount  of 

government  assistance  received,  employment  status,  and  change 

in  income  due  to  the  child's  illness,  were  not  significant. 

Marital  variables  were  also  not  significant.   Items  in  this 

scale  were  all  emotion-focused  items  and  included  "criticized 

or  lectured  myself,"  "realized  I  brought  the  problem  on 

myself,"  "I  made  a  promise  to  myself  that  things  would  be 

different  next  time,"  and  "I  apologized  or  did  something  to 

make  up."   Without  fully  examining  the  differences  in  the 
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provision  of  social  support  and  the  availability  of  the 
members  of  their  social  networks,  it  is  difficult  to  surmise 
why  these  African  American  mothers  were  more  symptomatic  than 
the  other  parents . 

Influence  of  Type  of  Coping  and  Perception 
of  Control  on  Psychological  Outcomes 

The  next  series  of  regression  analyses  were  done  to 
determine  whether  type  of  coping  (emotion- focused  coping  or 
problem-focused  coping)  and  perception  of  control  affected  the 
psychological  outcomes.  For  the  first  run,  the  individual 
control  item  scores  were  used  to  measure  perception  of 
control .  These  control  scores  and  type  of  coping  variable 
were  regressed  against  each  outcome  variable.  Type  of  coping 
was  entered  as  EP,  and  not  as  distinct  coping  types. 

Perception  of  control,  as  measured  by  the  individual 
control  scores,  was  not  significant  in  any  model.  Type  of 
coping  was  significant  in  all  models,  except  anxiety  (see 
Table  8.12)  and  explained  about  10%  of  the  variance  in  each 
model . 

The  next  regression  models  essentially  asked  the  same 
question,  but  used  the  summed  control  score  instead  of 
individual  items.  Results  were  similar,  with  the  summed 
control  score  not  significant.  Types  of  coping  accounted  for 
6  to  8%  of  the  variance  in  each  outcome,  except  anxiety. 
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Table  8.12 

Multiple  Regression  of  Individual  Perceived  Control  Scores, 
Types  of  Coping  and  Psychological  Outcomes 

A.  Anxiety;   Non-Significant 


B .  Depression:   R2  =  0.08 

F  value  (5,  3.35),  p<0.006 

Type  of  coping  variable  (EP)  p<0.0005 


C.  Somatization:   R2  =  0.10 

F  value  (5,  4.14),  p<0.001 

Type  of  coping  variable  (EP)  p<0.0008 


D.  GSI:   R2  =  0.10 

F  value  (5,  4.32),  p<0.0009 

Type  of  coping  variable  (EP)  p<0.0001 


E.  CES-D:   R2  =  0.11 

F  value  (5,  5.00),  p<0.0002 

Type  of  coping  variable  (EP)  p<0.0001 
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The  next  step  was  to  ask  which  type  of  coping  most 
affected  the  psychological  outcomes?  As  perceived  control  was 
not  significant,  it  was  left  out  of  the  model,  except  for  the 
somatization  model.  With  somatization,  individual  control 
items  2  and  3  were  added  to  the  model  as  they  approached 
significance  in  the  first  regression.  This  time  the 
regression  model  specified  whether  the  type  of  coping  was 
emotion-focused  coping  (E)  or  problem- focused  (P)  coping. 
Anxiety  was  not  used  as  type  of  coping  was  not  significant  in 
the  first  two  regressions.  Adjusted  R2's  are  reported  as  the 
amount  of  variance. 

Emotion- focused  coping  accounted  for  13%  of  the  variance 
in  depression  (F  value  2,  15.05,  p<0.0001),  11%  of  the  vari- 
ance in  somatization  (F  value  4,  6.79,  p<0.0001),  14%  of  the 
variance  in  the  GSI  (F  value  2,  16.93,  p<0.0001),  and  24%  of 
the  variance  in  the  CES-D  depression  score  (F  value  2,  31.62, 
p<0.0001) . 

The  trend  clearly  demonstrated  that  emotion- focused 
coping  was  a  better  predictor  of  poorer  psychological  out- 
comes. The  next  analysis  asked  what  happened  when  race  and 
gender  were  added,  along  with  coping  type,  to  the  regression 
model  (see  Table  8.13).  Again,  anxiety  was  not  regressed  as 
it  was  not  significant  in  the  first  regressions. 

With  depression  measured  by  the  BSI,  an  interactive 
effect  was  seen  with  type  of  coping,  race  and  gender.  Whites, 
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Table  8.13 

Multiple  Regression  Results  of  Interactive  Model  of  Type  of 
Coping,  Race,  Gender,  and  Psychological  Outcomes 


a.  Depression:   R2  =  0.11,  p<0.02 

F  value  (7,  3.37) 

Type  of  Coping  (EP)  p<0.0002 

EP*Race*Gender  p<0.03 

b.  Somatization;      R2  =   0.07,    p<0.02 

F  value  (7,  2.36) 

Type  of  Coping  (EP)  p<0.002 

c.  GSIt      R2  =   0.13,    p<0.0002 

F  value  (7,  4.29) 

Type  of  Coping  (EP)  p<0.0001 

EP*Gender  p<0.006 

d.  CES-D  Depression  Score;  R2  =  0.12,  p<0.0006 

F  value  (7,  3.86) 

Type  of  Coping  (EP)  p<0.0001 
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both  men  and  women,  were  more  depressed  when  using  emotion- 
focused  coping.   African  Americans  showed  no  difference. 

For  somatization,  only  type  of  coping  was  significant. 
Parents  who  used  emotion- focused  coping  scored  higher  on  the 
somatization  dimension. 

Regarding  the  GSI,  type  of  coping  was  significant  with 
parents  who  used  emotion-focused  coping  behaviors  scoring 
higher  on  the  GSI.  There  was  also  an  interactive  effect  with 
gender  and  type  of  coping.  Men  scored  higher  on  the  GSI  using 
emotion-focused  coping,  while  women  scored  higher  on  the  GSI 
using  problem- focused  coping.  Both  genders  scored  higher  on 
the  GSI  using  emotion- focused  coping. 

Type  of  coping  was  also  significant  with  the  CES-D  model. 
Parents  using  emotion- focused  coping  score  were  more 
depressed.  Findings  again  clearly  indicate  that  use  of 
emotion-focused  coping  behaviors  resulted  in  poorer  psycho- 
logical outcomes . 


Correlations  of  Independent  Variables 
and  Dependent  Variables 


Pearson  correlations  were  run  on  the  independent  vari- 
ables to  verify  the  patterns  seen  in  the  regression  results 
(see  Table  8.14).  As  expected,  they  were  very  similar  with 
the  Escape  Avoidance  coping  scale  strongly  correlating  with 
the  outcome  variables.  In  addition,  parents  who  frequently 
used  the  behaviors  in  the  Planful  Problem  Solving  scale  had 
lower  levels  of  depression  (in  both  measures  of  depression) 
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Table  8.14 

Correlations  of  Independent  Variables  with 
Psychological  Outcomes 


Variable 

Correlation 

Level  of 
Significance 

Variable 

Anxiety 

Escape  Avoidance 

0.38 

p<0.0001 

Depression 

Escape  Avoidance 

0.43 

p<0.0001 

Planful  Problem 
Solving 

-0.35 

p<0.0001 

Global  Severity  Index 

Escape  Avoidance 

0.43 

p<0.0001 

Planful  Problem 
Solving 

-0.32 

p<0.0001 

Depression  (CES-D) 

Escape  Avoidance 

0.41 

p<0.0001 

Planful  Problem 
Solving 

-0.38 

p<0.0001 

Somatization  approached  inclusion  with  Escape  Avoidance, 
r=0.29,  (p<0.001)  and  Planful  Problem  Solving.  r=-0.27 
(p<0.001) 
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and  lower  overall  psychological  symptomatology.  Only  corre- 
lations of  0.30  or  higher  were  considered. 

Multiple  Regression  Results  with  the  Full  Conceptual  Model 

The  final  step  in  examining  the  influence  of  coping  on 
the  psychological  outcomes  was  to  determine  whether  the 
variables  in  the  conceptual  model  predicted  the  outcomes . 
Variables  were  entered  in  the  regression  model  according  to 
the  conceptual  model  (refer  back  to  Figure  1.1). 

The  independent  variables  were  entered  in  the  following 
order:  a)  those  variables  that  were  unchangeable  (race, 
gender),  b)  the  antecedent  variables  that  were  thought  to 
influence  coping  (network  size,  network  density,  number  of 
days  since  diagnosis,  years  of  education,  current  income, 
amount  of  financial  assistance  received,  level  of  perceived 
support  [on  a  1-100  scale],  amount  of  charitable  financial 
assistance  received),  c)  type  of  stressful  narrative,  d)  type 
of  coping,  and  e)  WCQ  coping  scale  scores  (see  Table  8.15). 
As  this  was  a  cross-sectional  design,  longitudinal  data  was 
not  available.  Number  of  days  since  diagnosis  was  an  attempt 
to  determine  whether  psychological  symptomatology  was  signifi- 
cantly affected  by  specific  time  periods  in  the  illness 
continuum. 

Each  dependent  variable  was  regressed  initially  against 
all  variables  in  the  full  model.  Tests  for  mulitcollinearity 
were  performed.  The  variables  suspected  to  be  multicollinear 
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Table  8.15 

Multiple  Regression  Results  of  the  Full 
Conceptual  Model:  First  Run 
n  =  202 

Independent  Variables: 

Race,  gender,  network  size,  network  density,  number  of  days  since 
diagnosis,  years  of  education,  current  income,  amount  of  financial 
assistance  received  (non-charitable),  level  of  perceived  support, 
amount  of  charitable  financial  assistance  received,  type  of 
stressful  event,  type  of  coping,  and  WCQ  scale  scores. 

Dependent  Variables; 

A.  Anxiety;   R2  =  0.28,  p<0.0001,  Adjusted  R2  =  0.19 

F  value  (23,  2.954) 

Amount  of  Charitable  Financial  Assistance  Received  p<0.05 

(beta  weight  0.15) 
Escape-Avoidance  p<0.0006  (beta  weight  0.33) 

B.  Depression;   R2  =  0.36,  p<0.001,  Adjusted  R2  =  0.27 

F  value  (23,  4.156) 

Self-Controlling  p<0.0006  (beta  weight  0.23) 
Accepting  Responsibility  p<0.02  (beta  wight  0.21) 
Escape-Avoidance  p<0.0001  (beta  weight  0.43) 

C.  Somatization;  *  R2  =  0.22,  p<0.004,  Adjusted  R2  =  0.11 

F  value  (25,  2.174) 

Self -Controlling  p<0.03  (beta  weight  0.19) 

Escape-Avoidance  p<0.005  (beta  weight  0.30) 

D.  GSI;   R2  =  0.36,  p<0.001,  Adjusted  R2  =  0.27 

F  value  (23,  4.208) 

Education  p<0.04  (beta  weight  -0.16) 
Self-Controlling  p<0.001  (beta  weight  0.27) 
Accepting  Responsibility  p<0.01  (beta  weight  0.23) 
Escape  Avoidance  p<0.0001  (beta  weight  0.43) 

CES-D  Depression;      R2  =  0.36,    p<0.0001,    Adjusted  R2   =   0.28 

F  value  (23,  4.279) 

Self-Controlling  p<0.02  (beta  weight  0.20) 
Accepting  Responsibility  p<0.03  (beta  weight  0.19) 
Escape  Avoidance  p<0.0003  (beta  weight  0.33) 


E. 


*n=197,  5  missing  for  somatization 
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were  dropped,  and  a  second  regression  was  done  with  a  reduced 
model .  Standard  errors  and  parameter  estimates  were  examined 
to  determine  whether  the  dropped  items  were  multicollinear. 
None  of  the  items  were  determined  to  be  multicollinear,  so  the 
full  models  were  reported. 

The  Escape-Avoidance  coping  behaviors  and  amount  of 
charitable  financial  assistance  received  accounted  for  19%  of 
the  variance  in  anxiety.  While  small  increases  in  charitable 
assistance  caused  a  one  unit  increase  in  anxiety  (beta  weight 
0.15),  most  of  the  variance  is  explained  by  use  of  the 
emotion- focused  coping  behaviors  in  this  scale. 

Depression  was  best  predicted  (adj.  R2  =  0.27)  by  a 
combination  of  the  coping  behaviors  in  the  scales  Self- 
Controlling,  Accepting  Responsibility,  and  Escape-Avoidance. 
Again,  Escape-Avoidance  behaviors  accounted  for  the  greatest 
effect  on  the  variance  (beta  weight  0.43). 

The  same  pattern  was  seen  in  somatization,  with  the 
coping  scales  of  Self-Controlling  and  Escape- Avoidance 
accounting  for  11%  of  the  variance.  Escape  Avoidance  coping 
behaviors  explained  almost  twice  the  amount  of  variance 
accounted  for  by  the  Self -Controlling  scale  (beta  weight  0.30 
for  Escape-Avoidance,  beta  weight  0.19  for  Self-Controlling). 

Higher  levels  of  overall  psychological  symptomatology 
were  predicted  best  by  a  model  of  the  behaviors  in  the  scales 
Self-Controlling,  Accepting  Responsibility,  and  Escape 
Avoidance  (adj.  R2  =  0.27).   Years  of  education  was  also 
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significant  in  this  model  (p<0.04),  but  had  a  negative  effect 
(beta  weight  -0.16).  Again,  the  Escape-Avoidance  behaviors 
had  the  highest  beta  weight  (0.43). 

Twenty-eight  percent  of  the  variance  in  depression,  as 
measured  by  the  CES-D,  was  predicted  by  the  model  of  the 
coping  scales  Self-Controlling,  Accepting  Responsibility,  and 
Escape  Avoidance.  As  with  every  other  outcome  variable, 
Escape  Avoidance  coping  behaviors  had  the  greatest  influence 
on  the  variance  (beta  weight  0.33). 

Comparison  of  Parents '  Psychological  Outcomes 
to  Other  Populations 

Comparison  of  my  data  with  published  data  is  somewhat 
problematic.  As  reported  in  the  manual  (Derogatis  1993),  the 
BSI  has  been  used  with  a  variety  of  populations,  such  as  com- 
munity screenings  or  adults  with  various  medical  conditions. 
For  example,  one  community  screening  found  high  levels  of 
psychological  distress  in  35%  of  the  men  and  25%  of  the  women 
(Bougsty  &  Marshall  1980). 

I  have  been  unsuccessful  in  locating  any  research  that 
used  the  BSI  on  parents  of  children  with  cancer.  The  few 
studies  that  measured  parental  outcomes  used  the  parent 
instrument  of  the  BSI,  the  SCL-90-R.  The  SCL-90-R  measures 
the  same  nine  primary  dimensions  and  3  global  indices,  and  has 
a  high  scale-to-scale  correlation  with  the  BSI  (Derogatis 
1993:  2).  Derogatis  concluded  that  these  tests  measure  the 
same  symptom  constructs,  at  least  for  a  psychiatric  population 
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(Derogatis  1993:  19).  Area  T-scores  are  also  used  with  the 
SCL-90-R,  with  a  mean  of  50  and  a  standard  deviation  of  10. 
Another  problem  hindering  a  comparative  analysis  of  my  data  is 
the  lack  of  specific  reporting  as  to  mean  scores  of  the 
dimensions  or  indices  that  comprise  the  psychological  scales. 
However,  findings  from  this  study  confirmed  trends  from 
previously  published  research.  I  found  only  one  study  that 
measured  outcome  variables  in  fathers  (n=8)  (Hughes  & 
Lieberman  1990) . 

Using  the  SCL-90-R  and  the  BSI,  poorer  maternal  psycho- 
logical adjustment  has  been  reported  from  studies  of  mothers 
of  children  with  chronic  illnesses  other  than  childhood  cancer 
( Kronenberger  &  Thompson  1992;  Miller,  Gordon,  Daniele,  & 
Diller  1992;  Thompson  et  al.  1993).  As  noted  earlier,  only 
28%  of  my  total  informants  (as  well  as  28%  of  the  mothers) 
were  positive  cases,  indicating  poorer  psychological  adjust- 
ments . 

In  one  study,  38%  of  mothers  of  disabled  children 
(primarily  children  with  cerebal  palsy)  were  positive  cases, 
as  compared  with  16%  of  the  control  group  of  mothers  of  non- 
disabled  children  (Miller,  Gordon,  Daniele,  &  Diller  1992: 
597).  Almost  half  the  sample  of  mothers  of  children  with 
spina  bifida  (44%)  met  the  criteria  for  psychological  caseness 
in  another  study  of  psychological  adaptation  in  mothers  of 
chronically  ill  children  (Kronenberger  &  Thompson  1992:  7). 
Poor  maternal  adjustment  was  also  seen  in  34%  of  mothers  of 
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children  with  cystic  fibrosis  (Thompson,  Gustafson,  Hamlett, 
&  Spock  1992) . 

Thompson  et  al .  (1993)  reported  good  adjustment  for  64% 
of  a  sample  of  78  African  American  mothers  of  children  with 
sickle  cell  disease,  and  bad  adjustment  (positive  caseness) 
for  36%  of  the  women.  The  clinical  course  of  sickle  cell 
disease  compares  favorably  with  many  types  of  childhood 
cancer,  with  patterns  of  remissions  and  relapses,  yet  there 
was  a  higher  percentage  of  poor  adjustment  with  the  sickle 
cell  mothers  than  with  my  informants.  Sickle-cell  anemia 
differs  somewhat  with  cancer  in  that  it  is  seen  as  a  lifetime 
affirmity.  Cancer,  while  seen  as  a  chronic  disease,  more 
often  than  not  has  a  more  discernible  endpoint  with  recovery 
or  death.  The  enduring  strain  of  a  lifetime  disease  may 
account  for  the  differences  in  caseness. 

An  important  aspect  of  these  findings  that  should  not  be 
overlooked  is  the  resilience  of  these  parents.  More  than  half 
of  the  sickle  cell  mothers  and  72%  of  the  mothers  in  my  sample 
(also  72%  of  the  total  sample)  demonstrated  positive  outcomes 
(i.e.,  not  defined  as  a  case),  in  spite  of  recurrent  stress. 
Obviously  these  parents  are  meeting  the  challenge  of  having  a 
sick  child  and  are  demonstrating  emotional  hardiness.  As  the 
parents  frequently  said  with  smiles  on  their  faces,  "you  do 
what  you  have  to  do  and  you  get  through  it  1 " 

For  the  mothers  of  the  children  with  sickle-cell  disease, 
55%  of  the  variance  in  the  GSI  was  accounted  for  by  a  model 
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reflecting  psychosocial/mediational  processes.  Palliative 
coping  contributed  30%  of  the  explained  variance,  stress  of 
daily  life  accounted  for  13%  of  the  variance  and  3%  was 
explained  by  emphasis  on  control  in  family  life  (Thompson  et 
al.  1993:  556).  However,  mean  scores  of  the  psychological 
outcomes  were  not  reported.  The  palliative  coping  scale  in 
this  study  combined  emotion- focused  coping  items  from  the  WCQ 
into  one  scale.  The  authors  also  combined  a  combination  of 
emotion- focused  and  problem- focused  coping  items  into  an 
adaptive  coping  scale.  This  also  negated  direct  comparison  of 
my  data,  which  were  collapsed  into  the  more  discreet  cate- 
gories of  problem- focused  and  emotion- focused  coping. 

Similar  to  the  previously  mentioned  study,  the  mean  GSI 
score  of  the  SCL-90-R  was  also  not  reported  in  a  study  of  46 
mothers  of  children  with  cancer  that  used  the  GSI  as  the 
indicator  of  maternal  adjustment  (Baskin,  Forehand,  &  Saylor: 
1985).  In  this  study,  24%  of  the  variance  in  maternal 
adjustment  (as  measured  by  the  GSI)  was  accounted  for  by 
emotion-focused  coping,  SES,  and  problem- focused  coping  (which 
contributed  negatively  to  the  equation) . 

In  the  studies  that  reported  the  mean  scores  of  the 
psychological  scales,  parents  of  chronically  ill  and  disabled 
children  generally  displayed  slightly  elevated  scores. 
Although  slightly  elevated,  most  of  the  parents'  scores  fell 
within  one  standard  deviation  of  the  norm,  thus  demonstrating 
a  close  resemblance  to  the  normed  populations. 
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Using  the  BSI  with  mothers  of  disabled  children  and 
control  mothers,  significant  differences  were  found  in  the  GSI 
and  the  depression  dimension  among  these  parents  (Miller, 
Gordan,  Daniele,  &  Diller  1992:  595).  Compared  to  my 
informants,  mothers  of  the  disabled  children  were  less 
depressed  (mean  of  54.6,  std  dev  10.7),  and  had  a  lower  level 
of  psychological  symptoms  overall  (GSI  mean  55.2,  std  dev 
11.8).  The  parents  of  the  non-disabled  children  scored  even 
lower  on  depression  (mean  52,  std  dev  10.1)  and  the  GSI  (mean 
51,  std  dev  8.68).  Frey,  Greenberg,  &  Fewell  (1989)  also  used 
the  BSI  with  parents  of  disabled  children.  Without  giving 
specifics,  the  authors  reported  that  the  scale  scores  and 
indices'  scores  were  all  within  one  standard  deviation  of  the 
published  norm. 

Using  the  SCL-90-R,  African  American  mothers  (17%)  and 
white  mothers  (81%,  2%  others)  of  children  with  spina  bifida 
were  found  to  have  slightly  elevated  means  for  somatization 
(55.3,  std  dev  10.4),  depression  (57.1,  std  dev  9.8),  anxiety 
(54.9,  std  dev  10.5),  and  the  GSI  (56.5,  std  dev  11.4) 
( Kronenberger  &  Thompson  1992:  8).  Although  the  means  were 
elevated,  the  scores  all  fell  within  one  standard  deviation  of 
the  norm  (50,  std  dev  10).  Compared  to  my  data  (refer  to 
Table  8.4),  scores  for  depression  and  somatization  were 
similar.  Anxiety  scores  in  my  population  were  higher,  while 
the  GSI  scores  were  lower.  Using  different  psychological 
measures  than  the  previously  mentioned  scales,  heightened 
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levels  of  anxiety  and  depression  were  demonstrated  in  parents 
of  children  with  cancer  (Dahlquist  et  al.  1993;  Hughes  & 
Lieberman  1990).  As  the  nature  of  the  stress  was  not  deter- 
mined in  many  of  these  studies,  equivalent  comparisons  are 
difficult. 

Parents  of  disabled  children  face  a  life-time  of  chal- 
lenges, but  they  also  have  a  longer  time  period  with  which  to 
confront  these  issues.  Parents  of  children  with  cancer  con- 
front the  disease  in  a  more  compressed  time  period.  While 
parents  of  disabled  children  must  learn  the  immense  physical 
care  that  is  required  for  their  children,  parents  of  children 
with  cancer  are  faced  with  a  potentially  terminal  situation, 
often  heightening  feelings  of  depression.  Anxiety  predomi- 
nates as  a  symptom  as  the  course  of  childhood  cancer  can  be  so 
unpredictable  (Hughes  &  Lieberman  1990).  Parents  of  children 
with  cancer  are  also  faced  with  making  very  difficult  treat- 
ment decisions.  At  times,  the  deleterious  effects  of  the 
treatments  (such  as  bone  marrow  transplant)  overshadow  the 
primary  disease.  Faced  with  decisions  regarding  which  is  the 
lesser  of  two  evils,  parents  of  children  with  cancer  demons- 
trate high  levels  of  anxiety,  frequently  wondering  whether 
they  have  made  a  correct  choice.  Rarely  must  parents  of 
disabled  children  face  such  he art -wrenching  decisions. 

It  has  been  well  documented  with  a  variety  of  populations 
that  the  use  of  emotion- focused  coping  increases  emotion  dis- 
tress (Baskin,  Forehand,  &  Saylor  1986;  Billings  &  Moos  1981; 
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Felton  &  Revson  1984;  Frey,  Greenberg,  &  Fewell  1989;  Miller, 
Gordon,  Daniele,  &  Diller  1992;  Overholser  &  Fritz  1990;  and 
Thompson  et  al .  1993).  The  specific  coping  behaviors  of 
escape-avoidance,  taking  responsibility,  self-controlling,  and 
wishful  thinking  are  related  to  poorer  psychological  adjust- 
ment (Frey,  Greenberg,  &  Fewell  1989;  Miller,  Gordan,  Daniele, 
&  Diller  1992).  Denying  that  a  problem  exists  means  that 
efforts  that  could  be  used  to  ameliorate  the  problem  are 
instead  directed  toward  ignoring  the  problem.  Accepting 
responsibility  coping  behaviors  accentuate  self-blame. 
Clearly,  the  results  of  my  analyses  demonstrate  that  emotion- 
focused  coping  explains  most  of  the  variance  in  the  psycho- 
logical outcomes . 

Findings  related  to  gender  differences  were  contradic- 
tory. In  some  studies,  women  appeared  to  use  less  effective 
methods  of  coping  (such  as  avoidance)  than  men,  often  result- 
ing in  higher  levels  of  depression  (Billings  &  Moos  1981; 
Frey,  Greenberg,  &  Fewell  1989;  Pearlin  &  Schooler  1978). 
However,  the  differences  between  men  and  women  were  slight. 
In  a  study  of  100  middle-aged,  white,  community-residing  men 
and  women,  Folkman  and  Lazarus  (1980:  234)  found  gender 
differences  only  in  problem-focused  coping.  In  situations 
having  to  be  accepted,  requiring  more  information  and 
involving  work,  men  used  more  problem-focused  coping.  There 
were  no  gender  differences  in  the  use  of  emotion-focused 
coping  within  similar  contexts  of  stressful  situations. 
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Health  related  stressors  elicited  a  greater  use  of 
emotion-focused  coping  (Billings  &  Moos  1981;  Folkman  & 
Lazarus  1980).  These  findings  must  be  viewed  with  caution  as 
it  was  not  clear  whether  health  related  stressors  were  caused 
by  illness  in  the  subject,  or  illness  in  the  family. 
Increased  psychological  distress  was  seen  with  mothers  of 
disabled  children  when  the  stressful  event  took  place  in  a 
medical  facility  and/or  when  it  related  to  a  disability  issue 
(Miller,  Gordon,  Daniele,  &  Diller  1992:  600).  Relationships 
between  the  medical  staff  and  predominately  white  parents  of 
children  with  cancer  were  found  to  be  more  beneficial  when  the 
parents  used  fewer  problem-solving  coping  behaviors  (Barbarin 
&  Chesler  1984:  287).  Yet  few  parents  want  to  be  passive 
regarding  the  care  of  their  children. 

A  positive  trend  seen  in  the  literature  and  in  my 
findings  is  that  problem- focused  coping  behaviors  seem  to  be 
the  preferred  style  of  coping  with  stressful  situations 
(Billings  &  Moos  1981:  147;  Frey,  Greenberg,  &  Fewell  1989: 
244;  Stevens  1994;  Thompson  et  al.  1993).  More  than  half  of 
my  informants  (64%)  primarily  used  problem- focused  coping 
behaviors.  While  problem-focused  coping  behaviors  appeared  to 
used  more  frequently,  in  most  stressful  episodes  people  use  a 
combination  of  both  coping  functions  (Folkman  &  Lazarus  1980) . 
In  one  study,  however,  mothers  of  disabled  children  used 
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almost  the  same  percentages  of  emotion-focused  and  problem- 
focused  coping,  51%  were  emotion- focused  and  49%  were  problem- 
focused  (Miller,  Gordon,  Daniele,  &  Diller  1992). 

Limitations  and  Discussion  of  Findings  in 
Regard  to  the  Theoretical  Framework 

Lazarus  and  Folkman's  theoretical  model  of  stress, 
appraisal  and  coping  was  used  as  the  conceptual  model  for  this 
research.  A  major  limitation  was  the  cross-sectional  design 
of  the  study.  A  processual  event  cannot  be  adequately  mea- 
sured on  a  one-time  basis.  Using  a  multi-dimensional  approach 
allowed  me  to  have  a  greater  understanding  of  the  process  at 
one  point  in  time.  In  addition,  using  instruments  that  mea- 
sured events  within  the  past  seven  days  diminished  some  of  the 
problems  noted  with  memory  recall. 

As  expected,  dealing  with  the  child's  illness  was  the 
most  stressful  event  that  the  parents  described.  Family 
issues  were  secondary  in  importance.  Unlike  adult  illnesses 
where  the  patient  and  perhaps  a  spouse  are  directly  involved, 
a  sick  child  usually  involves  the  immediate,  and  often  the 
extended,  family,  as  well  as  neighbors,  work  associates,  and 
at  times,  the  community.  What  was  not  adequately  measured  in 
this  study  was  how  the  events  of  daily  life  compounded  the 
stress  of  having  an  ill  child.  We  forget  that  illness  does 
not  appear  in  a  vacumn  but,  rather,  competes  with  additional 
stressors  for  time  and  attention.  Previous  research  demon- 
strated that  daily  hassles  contributed  more  to  health  status 
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than  did  major  life  events  (DeLongis  et  al .  1982).  Perhaps 
more  of  the  variance  in  the  outcomes  would  have  been  explained 
had  I  examined  co-existing  strains  and  stressors,  such  as  the 
need  to  maintain  a  household  and  take  care  of  siblings  while 
the  ill  child  is  in  the  hospital. 

Few  antecedent  variables  accounted  for  the  variance  in 
the  psychological  outcomes,  particularly  social  support. 
Previous  research  documented  that  maternal  adjustment  was 
better  explained  by  psychosocial  processes  and  not  demographic 
or  illness  variables  (Thompson  et  al.  1992,  1993).  Quality  of 
supportive  relationships  has  been  noted  to  be  more  important 
than  structural  or  functional  aspects  of  support,  yet  my 
attempt  to  quantify  perception  of  support  did  not  substantiate 
the  importance  of  quality  of  support.  Qualitative  data  would 
be  the  more  appropriate  way  to  measure  this  component  of  the 
process.  Social  support  derived  from  the  family  has  not  been 
correlated  highly  with  psychological  outcomes  in  previous 
research  (Frey,  Greenberg,  &  Fewell  1989). 

In  addition,  secondary  appraisal  was  not  a  factor  in 
explaining  the  choice  of  coping  behaviors  or  the  outcome 
variables.  This  is  contradictory  to  much  of  the  research  in 
this  area  that  posits  the  importance  of  cognitive  appraisal 
(Folkman  et  al .  1986;  Folkman  &  Lazarus  1980;  Miller,  Gordon, 
Daniele,  &  Diller  1992).  However,  other  research  findings 
have  not  been  as  strong  in  correlating  secondary  appraisal 
(perceived   degree   of   changeability)   with   psychological 
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distress,  or  in  predicting  the  variance  of  that  distress 
(Felton  &  Revson  1984;  Folkman,  Lazarus,  Gruen,  &  DeLongis 
1986;  Vitaliano  et  al.  1990).  Using  a  revised  version  of  the 
WCQ  and  the  SCL-90  Depression  Scale,  a  goodness  of  fit  between 
the  appraised  changeability  of  a  stressor,  coping,  and 
depression  was  tested  on  746  adults  experiencing  a  wide  range 
of  problems.  The  goodness  of  fit  between  appraisal  and  coping 
was  only  marginally  supported  for  a  non-psychiatric  popula- 
tion, mostly  with  the  hypothesis  of  fit  between  the  appraisal 
of  change,  problem- focused  coping  and  depression  (Vitaliano  et 
al.  1990:587).  The  results  indicated  that  goodness  of  fit  was 
best  demonstrated  when  all  aspects  of  the  process  are  consi- 
dered simultaneously  using  correlational  methods.  However, 
the  data  supported  the  notion  that  problem-focused  coping  is 
best  used  in  changeable  situations. 

There  were  several  limitations  to  how  I  measured 
appraisal .  I  did  not  measure  primary  appraisal  but  instead 
assumed  that  the  stressful  event  would  be  appraised  as  a 
threat  or  in  some  way  harmful.  In  fact,  some  of  the  stressors 
might  have  been  perceived  as  minor  by  the  parents,  which  would 
presumably  alter  their  choice  of  coping  mechanisms .  Perceived 
control  did  not  affect  the  psychological  outcomes,  nor  did  it 
influence  the  type  of  coping  used.  Perhaps  pre-existing 
levels  of  depression  or  anxiety  diminished  the  parents'  sense 
of  control  in  any  situation.  However,  this  seems  unlikely  as 
the  parents'  scores  on  the  psychological  outcomes  were  only 
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mildly  elevated.  Overall,  the  mean  of  the  summed  control 
score  indicated  that  the  parents  felt  they  had  minimal  control 
or  ability  to  change  the  situation,  yet  parents  most  often 
used  problem-solving  coping  behaviors.  Use  of  problem-solving 
coping  behaviors  may  be  an  adaptive  mechanism  used  to  regain 
some  control  in  the  situation.  Interventions  need  to  be 
targeted  toward  enhancing  the  parents'  sense  of  control. 

The  informants  all  were  circumscribed  in  a  sense  by  the 
common  experience  of  having  a  child  with  cancer.  Although 
there  were  differences  in  length  of  time  since  diagnosis,  type 
of  cancer,  demographics,  etc.,  the  commonality  of  the  experi- 
ence might  have  limited  the  amount  of  variance  to  be  explained 
in  the  psychological  outcomes.  Self-report  measures  were  used 
to  determine  the  outcomes  and  I  focused  on  psychological  symp- 
toms .   Social  and  health  related  outcomes  were  not  measured. 

This  chapter  examined  coping  from  the  perspective  of 
stress,  appraisal,  and  coping.  The  process  of  coping  was 
examined  to  see  if,  and  how,  it  influenced  the  psychological 
outcomes  of  anxiety,  depression,  somatization,  and  overall 
psychological  symptomatology.  Findings  from  the  extant 
literature  were  compared  to  my  findings  and  trends  identified. 
Results  from  testing  the  full  conceptual  model  were  discussed. 
There  was  minimal  variability  in  the  results  when  compared  by 
race  or  gender.  Emotion- focused  coping  behaviors  explained 
the  greatest  amount  of  variance  in  the  psychological  outcomes, 
particularly  escape-avoidance  behaviors . 
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The  next  chapter  probes  whether  racism  was  an  additional 
factor  in  parenting  a  child  with  cancer  for  the  African 
American  families.  Perceptions  regarding  racism  within  the 
health  care  system  will  be  presented  from  the  African  American 
parents,  as  well  as  the  white  parents. 


CHAPTER  9 

PARENTS'  PERCEPTIONS  OF  RACISM  AS  A  FACTOR  IN  OBTAINING 

MEDICAL  CARE  FOR  THEIR  CHILDREN 


African  Americans  face  severe  structural,  political,  and 
social  constraints  (Jackson  1991:  271),  as  well  as  racism  in 
their  everyday  lives  (Essed  1991;  Feagin  &  Sikes  1994). 
McAdoo  (1986:  188-189)  borrows  an  anthropological  term  and 
calls  this  situation  one  of  "mundane  extreme  stress."  The 
social  stress  is  from  white  society  denying  African  Americans 
their  identity,  their  values,  and  their  economic  opportunity. 
Rather  than  being  extraordinary,  this  is  a  daily,  pervasive, 
"mundane"  reality.  Feagin  and  Sikes  (1994:  15-17)  describe 
this  as  a  "lived  experience."  Mistreatment  and  discrimination 
occur  as  African  Americans  make  their  way  in  predominantly 
white  spaces.  Experiences  of  discrimination  impart  a 
cumulative  effect  on  individuals,  as  well  as  families  and 
communities.  Caring  for  a  seriously  or  critically  ill  child 
is  difficult  enough,  but  coupled  with  racism  or  discrimination 
the  situation  would  be  untenable.  Whether  a  family  is 
responding  to  normative  events  or  catastrophic  stressors,  a 
racist  environment  changes  and  intensifies  the  meaning  and 
impact  of  such  events  (Feagin  &  Sikes  1994:  17;  McAdoo  1986: 
188).    This  chapter  examines  if  racism  was  a  significant 
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problem  for  the  African  American  parents,  in  addition  to 
dealing  with  a  sick  child.  It  also  presents  the  perceptions 
of  both  the  white  and  African  American  parents  regarding  their 
thoughts  on  differences  in  medical  care  based  on  race.  Verba- 
tim quotes  are  used  extensively  to  graphically  illustrate  the 
thoughts  of  the  informants. 

A  glaring  example  of  the  type  of  institutional  resistance 
to  the  possibility  of  racism  existing  in  health  care  settings 
was  the  response  that  I  got  from  a  private  hospital  in 
Atlanta.  As  described  in  Chapter  5,  I  had  received  permission 
to  sample  at  this  site  prior  to  my  arrival.  However,  once 
there,  I  was  delayed  for  six  weeks,  waiting  on  yet  another 
approval  to  start.  I  was  first  told  that  the  hospital  had 
problems  with  my  consent  form  as  it  "was  too  simplistic."  I 
explained  that  there  was  a  wide  range  in  educational  levels 
for  my  informants,  and  that  the  consent  form  needed  to  be 
understood  most  by  those  with  less  education  and  reading 
abilities.  It  was  at  that  point  that  a  nursing  administrator 
told  me  that  "they  were  not  interested  in  learning  about  any 
racial  differences  at  their  institution."  That  kind  of  resis- 
tance leads  me  to  believe  that  that  particular  site  may  be  in 
most  need  of  study. 

Racism.  Discrimination,  and  Health  Care 

Essed  (1991:  39)  defines  racism  in  terms  of  actions, 
cognitions,  and  procedures  that  contribute  to  the  development 
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and  perpetuation  of  a  system  in  which  whites  dominate  African 
Americans.  She  notes  that  specific  practices  are  termed 
racist  only  when  they  activate  existing  structural  racial 
inequalities  within  the  system.  Feagin  &  Vera  (1995:  7) 
define  white  racism  as  "the  socially  organized  set  of  atti- 
tudes, ideas,  and  practices  that  deny  African  Americans  and 
other  people  of  color  the  dignity,  opportunities,  freedoms, 
and  rewards  that  this  nation  offers  white  Americans . "  Discri- 
mination is  defined  as  " .  .  .  actions  or  practices  carried  out 
by  members  of  dominant  groups,  or  their  representatives,  which 
have  a  differential  and  negative  impact  on  members  of  subor- 
dinate groups"  (Feagin  &  Feagin  1978:  20-21).  Problems  of 
racism  and  discrimination  in  the  health  care  system  are  well 
documented  in  the  literature  (Barbee  1993;  Dressier  1993 
Funkhouser  &  Moser  1990;  Hubbell,  Waitzkin,  &  Rodriguez  1990 
Hutchinson  1992;  Jackson  1993;  Kroll  1990;  Rice  &  Winn  1990 
Strehlow  1989;  Wood  et  al .  1990).  Much  of  the  research 
focuses  on  economic  and  political  issues,  such  as  minorities 
facing  inequitable  access  to  health  care,  particularly  in  the 
case  of  children  (Hubbell,  Waitzkin,  &  Rodriguez  1990; 
Newacheck  &  Halfon  1986;  Rice  &  Winn  1990;  Wood  et  al .  1990). 
Additional  research  examines  the  vast  disparities  between 
white  Americans  and  African  Americans  on  indicators  of 
morbidity  and  mortality  (Chatters  1991;  Dressier  1993; 
Hutchinson  1992).  Still  other  research  concentrates  on  how 
and  under  what  conditions  racism  is  seen  in  the  actions  of  the 
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health  care  professionals  (Barbee  1993;  Funkhouser  &  Moser 
1990;  Jackson  1993;  Kroll  1990;  Strehlow  1989).  Few  papers 
give  voice  to  the  participants  in  the  health  care  system 
themselves  .  .  .  the  patients  and  the  families  of  the 
patients .  I  wanted  to  give  the  African  American  parents  a 
chance  to  verbalize  their  feelings  regarding  their  own 
experiences  obtaining  health  care  for  their  child  with  cancer. 

I  wanted  to  know  if  the  African  American  parents  per- 
ceived racism  and/or  discrimination  directly  in  relation  to 
the  health  care  of  their  ill  children.  Results  from  my 
dissertation  pilot  studies  indicated  a  noticeable  absence  of 
reported  racism  in  the  African  American  parents'  experiences 
(Williams  1993:1518).  As  the  number  of  informants  (n=21 
African  American  parents)  was  much  smaller  in  the  pilot 
studies  than  in  the  dissertation,  I  wanted  to  verify  that 
these  parents  were  not  exposed  to  an  additional  burden  of 
racism  or  discrimination. 

In  the  hopes  of  increasing  the  comfort  of  the  African 
American  parents  to  openly  discuss  their  problems  of  racism  or 
discrimination,  I  employed  an  African  American  research  assis- 
tant who  interviewed  both  white  and  African  American  families 
in  two  of  the  three  field  sites.  There  were  no  significant 
differences  in  the  results  based  on  interviewer.  In  fact,  she 
observed  that  although  she  shared  the  same  ethnicity  as  the 
African  American  parents,  there  was  a  noticeable  socioeconomic 
difference  with  many  of  these  parents.  In  that  situation,  she 
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commented  that  she  thought  I  obtained  richer  data  as  the 
socioeconomic  differences  muted  conversations  more  than  color 
differences.  Although  I  was  also  of  a  different  socioeconomic 
level  than  many  of  the  parents,  being  white  was  more  like  the 
health  professionals,  most  of  whom  were  white.  This  sameness 
may  have  produced  a  level  of  comfort  that  my  research  assis- 
tant could  not  achieve  due  to  her  coloring. 

Having  18  years  of  experience  as  a  pediatric  nurse 
working  in  a  wide  variety  of  health  care  settings,  I  saw 
instances  of  discrimination  against  people  of  varying 
ethnicities.  Most  of  the  time  the  professionals'  behaviors 
were  subtle  and  consisted  of  poor  staff  attitudes.  Inappro- 
priate comments  were  repeated  during  staff  shift  reports  or 
during  daily  or  weekly  rounds.  Staff  assumed  that  some 
parents  of  different  ethnicities  were  "not  caring, "  or  "too 
stupid"  to  take  adequate  care  of  their  ill  children.  This  was 
also  seen  in  discussions  regarding  lower  income  families, 
regardless  of  skin  color  or  ethnicity. 

Joking,  aimed  at  someone  who  was  different,  became  a 
coping  strategy  used  by  the  staff  to  camouflage  a  lack  of 
understanding  of  people  who  were  not  mainstream  American.  The 
joking  was  never  perceived  to  be  hurtful  and  was  usually  done 
out  of  hearing  range  of  the  individual  to  whom  the  joke  was 
directed.  It  simply  covered  the  discomfort  of  not  knowing  how 
to  deal  with  someone  "different."  For  example,  jokes  were 
made  about  not  needing  dietary  consults  for  persons  of  Asian 
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descent.  The  joke  was  "let  them  eat  rice,  that's  all  they 
want  to  eat  anyhow.  "  The  statement  was  usually  followed  by  a 
stream  of  babbling,  meant  to  imitate  Asian  languages. 

As  Feagin  and  Vera  note  (1995:  xi)  in  their  book  on  white 
racism,  racialized  ways  of  feeling  and  acting  can  occur  for 
reasons  other  than  racial  hatred.  Whites  can  demonstrate 
racialized  practices,  either  passively  or  actively,  due  to 
ignorance,  fear,  a  sense  of  personal  vulnerability,  jealousy, 
or  a  desire  to  carry  out  the  orders  of  others.  The  joking 
behavior  described  above  certainly  could  have  resulted  from 
any  of  these  reasons. 

Interview  Questions  Pertaining  to  Racism  and  Discrimination 

I  asked  all  the  parents  whether  they  perceived  any  dif- 
ferences in  the  care  for  African  American  or  white  families. 
In  addition,  I  asked  African  American  parents  whether  they 
experienced  any  problems  trying  to  obtain  care  for  their  child 
that  might  not  have  happened  if  they  (the  parents)  were  white. 
I  also  asked  them  whether  it  was  difficult  for  the  parent  that 
most  of  the  doctors  and  nurses  were  white.  In  one  site,  as 
per  requested  by  the  staff,  I  asked  the  white  parents  if  it 
was  difficult  for  the  parent  that  some  of  the  doctors  and 
nurses  were  African  American. 
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Parents'  Perceptions  of  Racism  in  the 
Pediatric  Oncology  Settings 

Similar  to  the  pilot  study  findings  (Williams  1993),  the 
vast  majority  of  parents  felt  that  racism  and  discrimination 
were  not  problems  in  regards  to  obtaining  care  for  their  sick 
child.  This  finding  was  evident  in  the  responses  to  each  of 
the  following  three  questions: 

1)  "Have  you  experienced  any  problems  trying  to  obtain 
care  for  your  child  that  might  not  have  happened  if  you  were 
white?"  (This  question  was  designed  to  elicit  overall 
feelings  of  discrimination  or  blatant  racism. ) 

2)  "Is  it  difficult  for  you  that  most  of  the  doctors  and 
nurses  are  white?"  (Although  similar  to  the  question  above, 
this  question  was  meant  to  be  further  probe  of  racism.  By 
focusing  the  question  directly  on  the  white  staff,  I  was 
hoping  to  activate  more  specific  memories  about  situations 
involving  the  staff.) 

3)  "Are  there  differences  in  care  for  black  and  white 
families?"  (Again,  a  broad  probe  for  instances  of  discrimin- 
ation based  on  color.) 

Ninety  percent  (n=47)  of  the  African  American  parents  said 
that  they  had  not  had  difficulties  receiving  care  for  their 
children,  based  on  race  (8%,  n=4,  said  yes,  2%,  n=l,  did  not 
know).  Using  Fisher's  Exact  Test  (2-tail),  I  tested  for 
independence  using  the  variables  of  race,  gender,  interviewer, 


305 

and  site.   There  were  no  significant  differences  found  with 

any  of  these  variables . 

The  ill  child  was  the  prominent  focus  of  attention  for 

the  parents.   One  white  father  succinctly  stated  what  most 

parents  felt.  "Color's  not  even  an  issue.   It's  the  care  of 

the  patient  that  is  important."   Racism  and  discrimination 

were  outside  the  central  issues  confronting  these  parents .  As 

one  African  American  mother  summarized  her  feelings,  "When 

you've  got  a  kid  who  is  terminally  ill,  color  is  the  farthest 

thing  from  your  mind  and  their  mind.  Life  and  death  is  there, 

but  not  color."  A  white  father  expressed  it  in  this  manner. 

"Whenever  you  find  out  as  a  parent  that  there  are  other  kids 

sick  like  that,  you  don't  see  black  or  white,  you  just  see  a 

sick  young 'un. "   The  shared  commonality  of  the  situation  was 

repeated  over  and  over  again  by  the  parents. 

It  just  seems  like  once  you  get  here  [the  hospital  and 
clinic]  everybody's  the  same.  We're  all  parents  with 
sick  kids,  and  to  me  that  makes  it  all  the  more  alike  in 
a  lot  of  ways.  It  puts  all  this  other  stuff  aside,  no 
matter  what  you  think  or  how  you  were  raised  or  how  you 
want  to  be.  If  anything,  it  makes  you  want  to  try  harder 
to  not  be  so  prejudiced  against  other  people. 

An  African  American  mother  commented,  "They  don't  treat  you 

like  you're  black  or  white.   They  treat  you  like  a  mom." 

When  asked  whether  it  was  difficult  that  most  of  the 

staff  were  white,  100%  of  the  African  American  parents  said 

no!   Only  two  African  American  mothers  qualified  their  no 

responses.   "No,  it  is  not  a  problem,  but  sometimes  you  feel 

better  talking  to  someone  of  your  level  or  nationality  who 
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know  what  you  are  talking  about  because  whites  just  don't 

know.   They  have  feelings,  but  they  just  don't  know."   The 

other  mother  noted  that  financial  ability  to  pay  might 

determine  whether  one  experienced  problems  or  not. 

Basically,  the  reason  I  think  I  haven't  had  any  problems 
is  that  I  have  insurance  and  they  know  they're  gonna  get 
paid.  If  I  were  black  without  insurance,  it  might  be 
different.  It's  more  about  whether  you  can  pay  or  not 
pay,  rather  than  about  being  black  or  white. 

The  focus  on  the  child  remained  the  primary  issue  for 
most  of  the  parents.  One  African  American  mother  said,  "I 
don't  care  who  is  who  as  long  as  my  son  is  getting  the 
treatments  that  he  needs,  and  that  he  is  getting  well.  They 
could  come  in  here  in  a  potato  sack  and,  frankly,  I  don't  care 
about  the  color  thing." 

In  the  one  site  where  white  parents  were  asked  whether  it 

was  difficult  that  some  of  the  staff  were  African  American, 

98%  (n=63)  said  no,  and  2%  (n=l)  said  yes.   Three  of  these  63 

white  parents  felt  that  nursing  care  received  from  African 

American  nurses  far  surpassed  that  received  from  white  nurses. 

One  mother  discussed  this  issue  at  some  length. 

The  black  nurses  have  been  nicer  than  the  white  ones,  a 
whole  lot  nicer.  I  would  rather  have  a  black  nurse  than 
a  white  nurse  for  my  daughter.  From  what  I've  seen,  they 
give  her  a  whole  lot  better  care,  and  they  work  harder, 
and  it's  like,  'I'm  here  to  work  and  I  know  if  I  don't, 
I'll  get  fired.'  The  white  ones  .  .  .'I'm  here  and 
that's  it.  You  gonna  listen  to  what  I  have  to  say.'  It 
don't  seem  like  they  [white  nurses]  have  to  work  as  hard 
and  be  as  good  at  their  job  as  a  black  nurse. 
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Differences  in  Care  Based  on  Race 

An  overwhelming  majority  of  all  the  parents  (91%,  n=198, 
4  missing)  felt  that  there  were  no  differences  in  care  for 
white  and  African  American  families  (5%  acknowledged  dif- 
ferences, 4%  did  not  know).  Eighty-seven  percent  (n=45)  of 
African  American  parents  felt  this  way,  as  did  93%  (n=136)  of 
white  parents.  Again,  the  parental  answers  framed  the 
behaviors  seen  around  their  children.  As  one  white  father 
exclaimed,  "Children  are  children!  All  these  kids  are  hugged 
when  they  walk  in — all  special  kids  to  them  [the  staff]." 
Responses  between  the  races  were  so  similar  that,  at  times, 
parents  even  chose  the  same  words  to  describe  their  feelings . 

Common  statements  included,  "No  differences!  They  cry 
with  the  blacks  like  they  do  the  whites"  (African  American 
mother)  .  "All  the  kids  up  here  have  the  best  care  pos- 
sible .  .  .  they  get  care  whether  they  are  black  or  white, 
rich  or  poor"  (white  mother).  "When  they  [the  staff]  walk 
into  a  room  they  don't  matter  if  they  are  a  black  girl  or  a 
white  girl,  they  are  all  treated  the  same.  It's  family  down 
there"  (white  mother).  "They  treat  them  all  the  same.  They 
love  all  the  childrens.  They  take  time  out  for  all  the 
childrens.  And  I  feel  like  they  really  care  as  much  for  the 
childrens  as  the  parents  does"  (African  American  mother). 
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African  Americans'  Perceptions  Regarding  Differences  in 
Care  Based  on  Race 


Eighty-seven  percent  (n=45)  of  the  African  American 
parents  said  there  were  no  differences,  9%  (n=5)  said  there 
were  differences,  and  4%  (n=2)  did  not  know.  One  of  the 
African  American  parents  who  answered  yes  to  the  question 
qualified  her  response  by  explaining  that  there  were  dif- 
ferences in  social  services,  but  not  medical  care.  Three 
mothers  noted  differences  based  on  socioeconomic  status  and 
ability  to  pay  for  insurance,  but  not  race.  Another  African 
American  mother  commented  that  certain  staff  members  had 
favorites  but  that  it  did  not  influence  the  care  of  the 
children.  Only  one  African  American  mother  angrily  discussed 
her  feelings  about  the  differences  in  care  between  the  races. 

Only  problem  I  had  in  the  hospital  I  had  was  if  she 
needed  a  bath  or  something  they  [the  staff]  wouldn't  do 
it  and  said  I  had  to  do  it.  If  I  wanted  to  go  somewhere 
they  fussed  at  me  like  I'm  supposed  to  be  there  all  the 
time,  24  hours /day.  White  person  is  different,  it 
doesn't  matter.  They  can  go  out  and  they  won't  fuss  with 
them  like  me.  It's  all  right  for  the  whites  to  go  and 
leave  their  child  in  the  hospital.  I  guess  it  is  color. 
That's  the  way  I  feel  it  was.  They  really  fussed  at  me 
for  leaving  her.  Whites  can  even  leave  their  child  and 
go  home  and  take  care  of  their  business  at  home. 

Whites'  Perceptions  of  Differences  in  Care  Based  on  Race 

Most  white  parents  (93%,  n=136)  felt  there  were  no 
differences,  3%  (n=5)  noted  differences,  and  3%  (n=5)  did  not 
know.  Two  white  parents  described  situations  that  they  had 
seen  where  African  Americans  were  treated  differently.   "I 
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think  it  depends  on  where  you  go  and  who  the  person  is  who  is 

taking  the  information  because  some  people  just  treat  blacks 

differently  than  they  do  whites,  maybe  not  realizing  it  but 

they  do.   They  snap  at  them."   A  father  said: 

The  social  services  do — they  treat  blacks  differently. 
I  have  seen  a  black  woman  seeking  AFDC,  they  told  her  she 
needed  to  fill  out  an  absent  spouse  form  and  she  did. 
She  didn't  have  a  social  security  number  for  her  husband 
and  they  gave  her  a  hard  time.  The  reason  I  remember  it 
so  well  is  that  I  couldn't  come  up  with  my  mother's  or 
father's  number  but  they  gave  me  no  hassle. 

Several  white  parents  commented  that  the  differences  in 

care  were  not  based  solely  on  race,  but  somewhat  on  financial 

ability  to  pay  for  services  and  on  socioeconomic  status. 

Blacks  can't  get  bone  marrow  transplants  as  easily.  It 
costs  so  much  and  they  are  at  the  poverty  level.  Harder 
for  the  poor  to  get  on  the  cancer  foundation  boards, 
parents  with  a  lot  of  money  get  on  the  board  much  faster 
than  other  parents.  At  the  Camp — [summer  camps  designed 
for  children  with  special  needs],  the  rich  parents  get  to 
be  counselors  and  the  other  ones  are  told  no. 

A  white  father  questioned  whether  African  American 
families  who  did  not  have  insurance  would  receive  the  same 
care.  Other  responses  included  comments  such  as,  "Blacks 
probably  get  more  care  from  the  social  services,  but  I  think 
that's  just  due  to  the  fact  that  the  ratio  of  need  is  much 
higher  in  the  black  community. " 

Only  one  white  mother  was  furious  in  her  response 
regarding  differences  in  care.  This  particular  mother  was 
angry  about  most  issues,  including  her  husband  working 
overseas,  her  inability  to  obtain  social  services  assistance, 
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to  feeling  that  the  school  districts  did  not  understand  her 
special  needs.   She  commented: 

Blacks  can  get  care  more  easily.  Don't  know  how  they  do 
it.  Black  nurse  told  me  that  I  could  more  easily  get 
food  stamps  and  assistance  if  I  falsified  the  documents. 
I  am  a  minority  in  Florida,  blacks  over-number  us. 
Assistance  programs  don't  check  into  pay  stubs  so  all  you 
need  to  do  is  falsify  it. 

Illness  and  Medical  Treatments  as  Buffers 
from  Everyday  Racism 

At  first  glance  these  findings  may  seem  surprising  in 
light  of  the  documented  everyday  racism  and  discrimination 
that  African  Americans  experience.  Yet  this  is  not  an 
everyday  situation,  particularly  during  the  time  of  diagnosis 
and  first  medical  treatments,  and  later  during  terminal 
phases.  In  a  very  real  sense,  the  parents  relinquish  the 
ties,  social  demands,  and  commitments  that  interweave  to  form 
the  texture  of  daily  life.  Life  becomes  a  surreal  existence, 
framed  by  a  new  environment,  and  tempered  by  the  child's 
response  to  medical  interventions.  Potentially  losing  your 
child  or  watching  your  child  suffer  makes  everything  else  pale 
in  comparison.  Parents  rarely  have  the  luxury  of  time  or 
energy  to  contemplate  their  own  needs,  let  alone  have  the 
strength  to  fight  injustices.  Priorities  become  crystal 
clear — to  do  everything  possible  to  protect  their  child  from 
harm  and  suffering  and  to  help  that  child  get  well. 

Participant  observation  findings  and  subsequent  analyses 
suggest  additional  explanations  for  my  findings.   First,  the 
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questions  pertained  only  to  the  narrow  context  of  obtaining 
care  for  the  sick  child.  To  fully  understand  the  impact  of 
racism  and  discrimination,  questions  needed  to  focus  on  how 
racism  is  woven  into  their  everyday  lives.  Obviously  without 
this  information,  my  findings  reflect  just  a  small  wedge  of 
time  and  experiences  in  many  years  of  life. 

Second,  almost  all  the  interactions  within  the  hospital 
or  clinic  settings  revolve  around  the  child  as  the  primary 
focus.  While  the  staff  understands  and,  at  times,  acknow- 
ledges that  the  parents  have  outside  lives,  there  is  little 
adult-to-adult  conversation  that,  in  some  measure,  does  not 
lead  back  to  the  child.  This  comment  is  not  meant  to  belittle 
the  hours  of  serious  conversations  that  occur  between  parents 
and  staff  members,  be  it  nurses,  physicians,  or  social 
workers.  But,  those  intimate  conversations  are  not  a  given. 
Due  to  the  complexities  of  human  interactions,  some  parents 
achieve  these  types  of  relationships  with  staff,  while  others 
do  not. 

At  times,  the  enclosed  world  of  the  hospital  or  the  hours 
spent  in  the  clinic  becomes  a  microcosm  unto  itself.  The 
immediacy  of  the  children's  needs  insulates  people  from  the 
outside  world  to  some  degree.  The  competing  pressures  of 
demands  such  as  domestic  needs,  family  interactions,  financial 
and  work  concerns  on  the  parents  are  temporarily  ignored  or 
forgotten  by  the  staff.  Given  the  limited  amount  of  time  in 
which  the  staff  interacts  with  the  families,  the  insulation 
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allows  the  staff  to  work  efficiently  dealing  with  their  most 
pressing  concern,  the  ill  child.  The  negative  aspect  to  this 
insulation  is  that  sometimes  the  staff  do  not  fully  understand 
the  myriad  of  outside  pressures  that  confront  these  parents, 
in  addition  to  their  child's  illnesses.  Racism  and  discri- 
mination, unless  blatant,  rarely  are  even  thought  about  as 
concerns . 

There  is  another  concealed  dynamic  that  might  explain 
some  of  these  findings.  Fear  of  reprisal  from  the  health  care 
team  is  a  subtle,  but  acknowledged  feeling  that  most  parents 
have  felt  at  one  time  or  another.  Both  in  my  own  nursing 
practice  and  in  the  participant  observation  for  this  research, 
I  heard  parents  talking  about  their  need  to  protect  their 
children.  They  discussed  feeling  angry  about  various  issues 
but  feared  that  confrontation  with  the  health  professionals 
would  result  in  sub-standard  care  for  their  children.  Placing 
a  child  in  a  hospital  strips  parents  of  their  fundamental  role 
as  their  child's  protector.  They  feel  that  many  decisions  are 
out  of  their  hands  and  that  often  their  insights  and  knowledge 
of  their  children  are  ignored  by  staff.  Feeling  so  pre- 
carious, it  becomes  difficult  for  many  parents  to  openly 
confront  problems.  Even  in  the  best  of  circumstances,  racism 
is  a  socially  taboo  subject,  and  a  problem  that  is  ignored  by 
many  people.  A  very  stressful  situation  only  increases  the 
barriers  to  confronting  racism. 
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"I  Didn't  Notice  It  or  Didn't  Care  to  Notice  It!" 

As  a  way  to  diminish  any  additional  pain  and  stress 
while  dealing  with  the  trauma  of  having  a  sick  child,  parents 
chose  not  to  look  for  instances  of  discrimination  or  racism. 
By  not  labeling  situations  as  racist,  it  was  a  way  to  mute  the 
effects  of  situations  that  could  potentially  confound  the 
existing  draining  and  emotional  situation.  Feagin  and  Sikes 
(1994:  23)  described  discrimination  as  energy  consuming.  For 
parents  bereft  of  energy,  it  would  have  been  very  difficult  to 
deal  with  competing  demands  for  their  attention.  The  choice 
in  this  situation  was  to  decide  which  situation  (racism  or 
childhood  cancer)  demands  most  energy  and  attention.  It  was 
clear  that  the  energies  of  the  parents  were  directed  towards 
their  ill  children. 

Six  African  American  parents  (12%)  expressed  that  they 
were  not  looking  for  racism.  Comments  from  these  parents 
included  the  following:  "No,  I  haven't  seen  it  [instances  of 
discrimination  or  differences  in  care],  only  because  like  I 
said,  I  haven't  been  concentrating.  When  you're  not  tied  up 
with  yourself,  then  you  notice  and  observe  other  things." 
"If  it  did  happen,  I  didn't  notice  it  or  didn't  care  to  notice 
it."  "I  hate  to  think  about  stuff  like  that."  "I  don't  go 
into  something  looking  for  negatives,  and  somewhere  I  think 
that  helps  you  not  to  recognize  some  that  might  be  there  or  to 
make  some  that  aren ' t  there . " 
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I  know  that  it  is  there  somewhere  in  the  system  and  that 
maybe  sometimes  some  people  experience  that.  I'm 
definitely  not  saying  that  it  might  not  be  there,  but  I 
think  a  lot  of  what  we  perceive  to  be,  maybe  that  might 
be  a  result  of  the  attitude  that  we've  displayed  some- 
times, as  either  people,  black  or  white  ...  to  say, 
'they  did  this  because  I  was  white,'  or  they  did  this 
because  I  was  black.'  It  might  be  the  attitude  that  you 
displayed  around  that  person  that  might  have  caused  them, 
even  subconsciously,  to  treat  you  a  little  different. 
But  in  the  clinics  and  hospital  we  have  developed  some  of 
the  best  relationships,  and  to  me,  everything  that  they 
could  do  for  her,  they  have  done — even  bent  over  back- 
wards to  do  it  sometimes . 

A  father  added  this  comment: 

My  wife  was  concerned  that  we  weren't  getting  the  infor- 
mation about  the  case.  I  told  her  we  weren't  the  only 
case  here — there's  a  lot  of  other  things  they  gotta  do. 
Everyone  has  to  follow  a  certain  order.  They  follow  the 
order  and  you  just  can't  go  to  one  and  have  another 
waiting.  I  said  we'd  give  them  a  call,  maybe  they  just 
haven't  gotten  around  to  it.  I  like  to  believe  that  they 
were  just  busy.  I  don't  really  like  to  choose  the  racial 
issue  or  nothing  like  that  as  there  is  enough  trouble  as 
it  is  without  throwing  coals  on  the  fire.  If  I  feel  that 
I  have  been  neglected,  then  I  will  go  and  find  out  the 
answer.  I  don't  just  sit  back,  if  I  want  to  know  some- 
thing badly  enough,  then  I'll  find  it  out. 

Giving  whites  the  benefit  of  the  doubt  in  interracial  encoun- 
ters has  been  termed  using  a  "second  eye"  (Feagin  &  Sikes 
1994:  25).  By  being  very  cautious  before  labeling  actions  as 
discriminatory  or  racist,  this  evaluatory  mechanism  reduces 
the  pain  associated  with  discrimination.  It  also  allows  the 
individuals  to  place  the  situation  in  a  context  in  which  they 
have  power  to  change  the  negative  behavior  (Feagin  &  Sikes 
1994:  277).  Labeling  the  staff  actions  as  "busy"  is  easier  to 
deal  with  than  thinking  that  one  has  purposely  been  ignored. 
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A  father  was  the  only  white  parent  to  comment  on  the 
potential  for  racism.   He  stated: 

We  haven't  seen  it,  and  we  wouldn't.  Unless  it  was 
blatant  I  don't  think  we'd  even  notice  because  we  are  not 
looking  for  that  sort  of  thing.   We  don't  expect  it. 

Personal  Observations  of  Racism 

During  my  research  I  was  disturbed  to  hear  and  observe 

instances  of  racism  by  the  staff.   However,  I  would  like  to 

stress  that  this  was  the  exception  and  seen  primarily  in  one 

field  site.   When  it  did  occur,  it  was  evident  in  comments 

regarding  families  and/or  attributes  of  parents.   One  day  I 

voiced  a  concern  that  I  was  having  a  difficult  time  getting 

enough  African  American  families  to  sample,  as  the  number  of 

white  children  seen  in  clinic  far  outweighed  the  African 

American  children.  A  staff  member  immediately  summarized  her 

feelings  as  to  why  I  did  not  have  many  African  American 

families.   "Well,  I  guess  your  data  shows  that  the  white  kids 

come  with  families  and  the  black  kids  come  alone,  or  with 

someone  else  who  isn't  their  parent."    Another  episode 

involved  a  staff  member's  response  to  one  of  my  informants. 

This  person  was  astonished  that  I  wanted  to  interview  an 

African  American  father  whom  the  staff  felt  offered  little 

support  or  assistance  to  his  child.   The  response  was: 

This  man  is  an  absolutely  worthless  feature  of  society. 
He  is  purely  peripheral  to  this  child.  He  refuses  to 
work,  of  course  has  no  income,  he  does  nothing!  I  am 
sure  that  you  will  get  nothing  from  the  inter- 
view .  .  .  after  all,  what  could  he  know?  He  does 
nothing  except  show  up. 
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In  fact,  this  father  took  a  long  time  with  the  interview, 
struggling  with  his  reading  skills,  yet  painstakingly 
completed  all  the  psychological  instruments.  He  followed  each 
line  with  his  finger  and  made  sure  he  recorded  his  answers 
correctly.  He  stayed  overtime  in  clinic  after  his  child's 
appointment  was  finished  just  so  he  could  complete  the 
interview.  The  staff  member  eguated  his  lack  of  employment 
with  disinterest  in  his  child.  The  interview  showed  that  the 
father  did  understand  what  was  going  on  with  his  child  and 
that  he  was  interested.  Staff  judgments  of  parents  were  often 
critical  and  based  solely  on  manifest  behaviors  seen  in  regard 
to  accompanying  the  child  to  clinic,  with  little  empathy  for 
any  other  social  constraints  that  might  affect  the  parent's 
behaviors . 

A  white  father  who  was  employed  in  the  medical  arena 

described  some  of  the  staff  dynamics  that  I  had  observed. 

You  know  and  I  know  when  you  work  in  a  hospital  that 
people  get  different  treatment.  A  physician's  family  who 
works  at  that  institution  will  get  different  care.  I 
don't  think  anyone  will  do  it  consciously,  give  lower 
care,  but  the  attention  is  different.  I  know  from  work- 
ing here  and  from  having  a  medical  background  that  I  get 
a  little  bit  of  different  attention  from  someone  else. 
I  think  in  my  case  it  is  based  on  education,  and  I  don't 
think  that  either  black  or  white  would  make  much  dif- 
ference. I  think  that  most  people  try  to  treat  people 
the  same  in  a  professional  manner,  but  there  are  dif- 
ferent treatments  along  with  who  you  are.  I  don't  think 
that  anyone  goes  out  and  makes  up  their  mind  that  this 
person  is  of  a  different  race,  but  there  is  prejudice. 

Prejudice  and  discrimination  in  subtle  manners  were 
observed  due  to  differences  in  skin  color,  level  of  intel- 
ligence, ethnicity,  and  especially  socioeconomic  status. 
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Although  present,  this  behavior  remained  atypical.  It  is 
clear  from  years  of  experience  as  a  nurse  and  from  this 
research  that  people  who  choose  to  work  in  pediatrics  are 
different  from  many  other  health  professionals.  The  children 
and  their  families  remain  the  primary  goals  in  their  work. 
Much  more  than  adult  patients,  children  transcend  their 
illnesses  and  suffering  and  bring  joy  to  their  situations. 
Relationships  with  the  children  are  forged  easily  and  bonds  of 
laughter,  silliness,  and  shared  dreams  are  made  between  the 
children  and  the  adults  who  share  this  drama.  The  profound 
respect  that  pediatric  health  care  professionals  hold  for 
children  outweighs  many  preconceived  notions  about  other 
ethnicities  and  races.  At  times,  the  anger  and  rage  at  a 
social  system  that  fails  to  provide  equitable  housing,  health 
care,  and  self-esteem  to  individuals  of  different  colors  and 
income  cause  certain  individuals  to  lapse  into  prejudicial 
thinking  as  a  way  to  cope  with  a  bureaucracy  that  impedes 
their  work  in  many  ways.  Whatever  harmful  actions  occur,  the 
insult  is  always  directed  to  the  adults,  and  not  the  children. 
With  the  children,  staff  truly  are  color-blind. 

This  chapter  discussed  the  findings  related  to  perceived 
feelings  of  racism  and  discrimination  of  the  African  American 
parents.  Few  parents  reported  racism  as  a  problem  in  this 
situation.  Neither  African  American  or  white  parents  felt 
that  there  were  differences  in  care  based  on  race.  However, 
choosing  to  ignore  signs  of  racism  was  seen  as  a  coping 
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mechanism  to  deal  with  possible  instances  of  discrimination. 
The  next  chapter  concludes  the  dissertation  by  summarizing  the 
major  findings  of  the  research.  The  conceptual  framework  is 
modified  based  on  the  research  findings .  Implications  for 
practice  are  given,  and  directions  for  future  research  are 
discussed. 


CHAPTER  10 
CONCLUSIONS 

This  concluding  chapter  is  organized  in  several  sections. 
In  the  first  section,  I  present  personal  insights  gleaned  from 
the  research  process.  One  of  the  benefits  of  doing  the 
research  was  gaining  a  renewed  faith  in  the  commitment  that 
people  have  to  each  other.  I  offer  illustrations  of  people's 
kindness  to  one  another.  I  then  review  the  major  study  ques- 
tions and  the  research  hypotheses,  and  summarize  the  pertinent 
findings.  I  summarize  the  theoretical  issues  and  modify  the 
conceptual  framework  for  the  study  in  light  of  empirical 
results.  Finally  I  spell  out  implications  for  clinical  prac- 
tice, offer  suggestions  for  how  friends,  acquaintances,  and 
family  members  can  support  the  parents,  and  discuss  directions 
for  future  research. 

Personal  Reflections  about  the  Research 

This  only  begins  to  illuminate  a  complex  experience  that 
happens  to  a  small  number  of  parents  with  children.  Happily, 
most  children  stay  well.  However,  for  those  unfortunate 
enough  to  be  diagnosed  with  a  disability  or  a  chronic  or  life- 
threatening  disease,  life  becomes  so  very  precious.  To 
attempt  to  quantify  that  struggle,  and  to  adequately  portray 
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the  actors  in  that  drama  is  difficult  at  best.  Words  are  just 
a  surface  reflection  of  the  underlying  emotions  and  thoughts 
of  all  those  involved  in  this  drama:  the  parents,  ill  chil- 
dren, siblings,  family  members,  professionals,  and  others  who 
are  touched  in  so  many  ways  and  on  so  many  levels.  This 
research  attempts  to  explain  the  drama  and  to  unfold  the 
process,  but  the  words  and  statistics  do  not  do  justice  to 
this  heart-wrenching  human  experience.  Anyone  who  has 
parented  an  ill  child  or  sat  with  an  ill  child  for  any  length 
of  time  will  understand  my  feelings  of  reserve  as  I  tried  to 
bring  the  story  to  life.  In  addition,  during  the  time  of  the 
analysis  and  writing,  I  gave  birth  to  my  first  child,  a 
daughter.  Becoming  a  parent  colored  my  perceptions  of  this 
story  differently  than  during  the  time  of  data  gathering,  when 
I  was  not  a  parent.  I  could  now  share  an  empathetic  bond  with 
these  parents  on  a  level  that  was  impossible  before. 

I  have  been  a  seasoned  pediatric  nurse  for  years,  with 
clinical  specialties  in  thanatology  and  the  psychosocial 
issues  of  pediatric  chronic  illness.  Gathering  these  data 
challenged  my  clinical  sensitivities  and  professional  demeanor 
in  ways  that  I  never  could  have  previously  anticipated.  Part 
of  a  doctoral  education  is  opening  up  one's  world  .  .  .  chal- 
lenging assumptions  and  "putting  on  new  glasses"  if  you  will. 
As  a  nurse,  I  have  taken  care  of  children  who  were  severely 
disabled,  who  underwent  bone  marrow  transplantation,  who  were 
barely  existing  in  a  refugee  camp  in  Thailand,  and  who  were 
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dying.  I  firmly  believed  that  my  professional  coping 
mechanisms  were  strong.  However,  in  my  new  role  as  an  applied 
anthropologist,  I  learned  that  without  the  armor  of  being  able 
to  use  my  professional  nursing  skills  to  "make  things  better, " 
my  own  emotional  vulnerabilities  were  exposed  and  my  feelings 
were  raw.  For  the  first  time,  I  sat  in  familiar  settings  and 
absorbed  the  pain  and  tears  and  anger  and  was  unable  to  do 
anything  but  listen  and  offer  whatever  comfort  I  could.  I 
struggled  with  my  familiar  world  of  clinics  and  hospitals,  and 
for  the  first  time,  sat  within  those  walls  as  an  outsider, 
much  like  the  parents . 

I  also  faced  the  ethical  dilemmas  that  all  anthropolo- 
gists face  in  terms  of  protecting  their  informants'  privacy, 
in  spite  of  things  that  I  knew  as  a  nurse  I  could  improve, 
given  the  opportunity.  I  was  told  of  marital  violence  and 
alcoholic  spouses.  Although  the  mothers  were  willing  to  share 
their  stories  with  me,  this  information  was  not  to  be  made 
available  to  the  staff.  Another  incidence  in  which  I  had  to 
remain  silent  involved  the  behavior  of  an  attending  physician. 
A  mother  reported  her  horror  at  his  behavior  in  regard  to  her 
school-aged  daughter.  The  physician  entered  the  exam  room, 
stared  at  the  child  who  had  gained  weight  from  her  steroid 
medication,  and  asked  the  child  how  many  months  pregnant  was 
she?  The  child  cried  and  asked  her  mother  why  the  physician 
said  such  a  thing.  Although,  at  the  time  of  the  interview, 
this  physician  was  in  jeopardy  of  his  position  due  to  numerous 
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instances  of  unprofessional  behavior,  the  mother  would  not 
allow  me  to  share  the  story  with  the  clinic  administration  for 
fear  of  reprisal  toward  her  child. 

I  cannot  tell  people  what  it  is  like  to  sit  with  a 
mother,  whose  child  I  had  cared  for  in  the  BMTU,  and  listen  to 
her  anguish  as  she  discusses  the  day  that  she  learned  her 
child  had  relapsed  after  the  bone  marrow  transplant.  I  can 
not  adequately  describe  the  stories  of  abject  poverty  or  the 
tremendous  social  and  family  issues  confronting  these  parents 
on  top  of  the  need  to  take  care  of  their  ill  child.  My  anger 
intensified  on  a  daily  basis  when  I  heard  the  stories  about 
how  the  medical  system,  on  many  levels,  simply  failed  people. 
I  am  in  distress  knowing  that  these  families  must  often 
advocate  for  themselves  and  "learn  the  system"  on  top  of 
actively  grieving  and  trying  to  deal  with  news  about  their 
child's  response  to  treatment. 

In  many  ways,  I  believe  that  being  an  anthropologist  in 
one's  own  professional  or  home  setting  is  far  more  difficult 
than  being  a  stranger  working  in  a  foreign  country.  I  have 
experienced  both  roles,  and  the  unrelenting  pull  to  mesh  both 
worlds  was  far  stronger  in  this  research,  than  in  previous 
research  in  Africa.  This  redefining  of  my  sense  as  profes- 
sional will  continue,  whether  I  work  in  nursing  or  in  anthro- 
pology. However,  all  of  this  has  been  part  a  valued  part  of 
my  doctoral  education,  and  for  that,  I  am  grateful. 
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What  did  I  learn?  Perhaps  the  most  treasured  gift  that 
I  received  from  this  research  was  a  resurgence  of  my  tremen- 
dous faith  in  life,  faith  in  the  human  spirit,  and  in  all  the 
intangible  concepts  that  we  can  not  measure  adequately  enough 
to  satisfy  our  intellectual  selves.  As  the  parents  words  best 
described  it  in  different  points  of  the  dissertation,  it  was 
a  "blanket  of  love,"  or  "a  heart  feeling." 

This  is  a  story  of  courage  that  knows  no  bounds .  Much  of 
the  research  focused  on  the  parents.  However,  it  is  also  a 
story  of  children  who  reach  out  and  face  head-on  the  biggest 
struggle  of  their  young  lives,  and  they  do  it  in  ways  that 
adults  have  long  forgotten.  They  bring  humor  and  raw  courage 
to  situations  that  would  cause  most  adults  to  decompensate. 
One  can  not  be  around  these  children  for  long  without  gaining 
their  sense  of  optimism  and  spirit.  Their  laughter  and 
silliness  is  perhaps  the  best  nourishment  for  the  human  soul. 
And  yet,  in  the  most  serious  of  times,  the  children  are  not 
unaware  of  the  gravity  of  the  situation.  In  those  times,  the 
children  bring  an  incredible  maturity  and  wisdom  far  beyond 
their  years  to  the  situation.  I  question  why  it  takes  a 
situation  like  this  for  adults  to  relearn  those  wise  lessons 
that  children  know  intuitively?  This  is  lastly  a  story  about 
people's  love  for  one  another,  and  the  omnipotent  essence  of 
life  called  caring. 
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Random  Acts  of  Kindness 

In  spite  of  the  seriousness  of  the  childrens'  illnesses, 
the  weighty  social  and  family  problems,  and  the  inherent 
problems  within  the  medical  system,  the  parents '  own  words  and 
my  field  notes  were  testimony  to  acts  of  kindness  that  sprang 
from  a  deep  abiding  sense  of  commitment  to  others,  a  sense  of 
wanting  to  make  things  better  for  someone,  no  matter  how  small 
the  act.  Everyday  while  gathering  data,  I  saw  gestures 
offered  to  help  people  cope,  gestures  designed  to  make  people 
laugh,  and  gestures  given  in  the  simple  hope  of  making  some- 
one's day  easier.  I  saw  a  father  who  placed  a  big  stuffed 
bear  on  the  corner  of  his  daughter's  bed.  This  bear  was  her 
"watch-dog"  and  gave  her  a  sense  of  protection.  Everyone  who 
walked  in  the  room  was  told  that  "the  bear  has  his  eyes  on 
you!"  That  simple  statement  made  the  adults  who  entered  her 
room,  particularly  the  hospital  staff,  pause,  look  at  the 
bear,  and  slow  down  in  their  approach  to  the  six  year  old 
girl.  That  bear  gave  the  child  a  sense  that  she  had  some 
control  over  her  world,  and  that  the  scary  adults  were  more  on 
her  level.  A  simple  act  of  thoughtfulness  that  made  all  the 
difference  to  a  child.  A  simple  act  of  thoughtfulness  that 
also  brought  much  humor  into  otherwise  mundane  or  unpleasant 
interactions . 

Another  mother  described  the  kindness  of  a  stranger: 

We  met  this  old  lady  who  always  brought  my  daughter  a  pie 
every  week,  just  to  let  her  know  she  was  thinking  of  her. 
We  didn't  know  her  at  all!   Another  person  with  cancer 
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became  a  friend — when  she  heard  about  her  (the  ill  child) 
she  started  coming  by.  She  came  all  the  way  down  here 
(to  the  clinic  from  an  out-of-town  location)  one  day  just 
to  meet  her  and  now  she's  one  of  her  closest  friends. 
It's  not  that  she  gave  anything,  it's  that  she  was  sick 
herself  and  yet  she  came  to  meet  my  daughter  because  she 
heard  so  much  about  her. 

Perhaps  my  favorite  story  of  kindness  was  the  following  told 
to  me  by  one  of  the  mothers: 

A  man  that  I  don't  even  know  had  a  money  sock  that  he  put 
spare  change  in  and  gave  it  to  us.  He  is  a  neighbor  of 
a  friend  of  mine  and  a  superficial  acquaintance  to  me. 
In  fact,  he  gave  us  two  of  them  to  use  for  the  vending 
machines  in  the  hospital.  It  was  a  wonderful  thing.  You 
could  tell  it  was  something  that  he  had  been  saving  for 
a  long  time.  When  he  found  out  about  our  situation,  he 
gave  the  money  sock  to  our  friend  to  give  to  us,  and 
every  time  that  we  go  to  the  hospital,  we  take  the  money 
sock.  Really  touches  my  heart,  someone  I  barely  know. 
Really  is  wonderful  and  helpful  in  the  hospital  to  have 
a  sock  full  of  change.  Little  things  that  someone  has 
put  thought  into  .  .  .  those  kinds  of  things  are  more 
helpful  than  flowers. 

Again,  a  small  act  of  kindness  that  made  a  huge  difference  in 

the  life  of  a  mother  staying  in  the  hospital  with  a  sick 

child.   Having  a  sock  full  of  change  meant  that  this  mother 

could  get  her  child  some  crackers  when  she  was  hungry,  or  get 

herself  a  cup  of  coffee  during  the  long  nights.  A  beautiful 

example  of  caring  and  kindness  to  strangers  that  took  very 

little  effort,  but  made  a  world  of  difference  to  someone. 

Summary  of  Research  Questions  and  Hypotheses 

Major  Research  Questions  and  Aims  of  the  Study 

In  1988  I  began  research  on  the  question:  How  do  parents 
cope  when  they  must  take  care  of  children  who  have  cancer?  I 
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did  preliminary  studies  and  came  to  understand  that  some 
families  in  this  awful  situation  seem  to  have  more  social 
support,  while  others  have  less.  It  also  seemed  that  there 
might  be  differences  in  how  African  American  and  white 
families  cope  with  this  experience.  I  designed  my  disser- 
tation around  seven  questions: 

1)  Are  there  racial  or  gender  differences  in  the 
characteristics  of  the  social  networks  of  parents  of  children 
with  cancer? 

2)  During  the  period  of  the  child's  illness,  how  do 
social  network  members  function  to  exacerbate  or  alleviate  the 
stress  of  having  a  child  with  cancer? 

3)  Are  certain  network  properties  associated  with  the 
perception  of  being  supported? 

4)  Are  certain  network  properties  associated  with  better 
or  worse  levels  of  psychological  symptoms? 

5)  How  much  support  is  given  to  parents  of  children  with 
cancer?   Does  this  vary  by  race  or  gender? 

6)  What  types  of  support  are  given  to  parents  of  children 
with  cancer? 

7)  Do  different  ways  of  coping  predict  better  psycho- 
logical outcomes  for  these  parents? 

Discussion  of  the  findings  will  be  grouped  according  to  the 
areas  of  social  networks,  social  support,  and  coping. 
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Summary  of  Findings  Pertaining  to  Social  Networks 

Findings  regarding  the  social  networks  shed  little  light 
on  the  process  of  coping  or  the  psychological  outcomes  in  the 
parents.  The  first  research  question  asked:  "Are  there  racial 
or  gender  differences  in  the  characteristics  of  the  social 
networks  of  parents  of  children  with  cancer?"  Many  character- 
istics of  the  networks  differed  very  little  by  race  or  gender, 
or  site.  These  were  small,  dense,  kin-centered  networks  of 
long  duration,  with  members  living  near  to  one  another.  White 
networks  were  significantly  larger,  but  African  Americans 
perceived  receiving  significantly  greater  amounts  of  support 
from  their  network  members  than  did  whites.  These  findings 
closely  mirrored  those  of  the  pilot  studies . 

Family  members  were  the  most  cited  alters  in  the  social 
networks,  for  both  races.  An  important  finding  was  that  this 
study  did  not  confirm  previous  research  findings  that  sug- 
gested that  African  Americans  receive  more  family  support  and 
have  larger  kin  networks  than  do  whites.  While  African 
Americans  did  perceive  receiving  more  support  than  did  the 
whites,  the  networks  were  not  exclusively  comprised  of  family 
members.  African  Americans  parents  received  significantly 
less  cash/financial  support  than  did  the  white  parents. 
However,  it  was  clear  from  various  interview  questions  that 
family  support  was  critical  for  both  races,  both  during  times 
of  hospitalizations  and  at  home. 
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Another  finding  that  ran  counter  to  previous  findings  in 
the  literature  was  that  there  were  no  significant  differences 
by  race  in  the  number  of  alters  who  were  church-related 
friends  or  acquaintances.  While  religion  may  have  been  a 
source  of  spiritual  support  for  the  parents,  the  number  of 
church-related  alters  were  low  for  both  races .  African 
Americans  did  not  have  a  greater  amount  of  support  from 
church-related  people,  as  would  be  suggested  from  the 
literature.  However,  further  analyses  must  be  preformed  to 
examine  the  role  of  religiosity  for  the  parents. 

The  second  research  question  was,  "During  the  period  of 
the  child's  illness,  how  do  social  network  members  function  to 
exacerbate  or  alleviate  the  stress  of  having  a  child  with 
cancer?"  This  question  was  only  partially  answered.  While  I 
have  data  pertaining  to  how  network  members  exacerbate  stress 
for  the  parents,  those  data  were  not  analyzed  for  the  disser- 
tation. 

Parents  explained  in  their  own  words  how  social  network 
members  functioned  best  to  offer  support  and  help,  thus 
reducing  some  stress.  Support  needed  to  be  action  oriented 
and  sincere,  rather  than  just  empty  words.  It  needed  to  be 
planned  and  flexible  so  that  offers  of  help  did  not  require 
any  extra  outlay  of  energy  from  the  parents.  Support  meant 
someone  else  taking  the  initiative  to  do  something  concrete, 
without  judgment,  and  without  an  expectation  of  reciprocity. 


329 
However,  the  desire  to  reciprocate  the  assistance  always 
remained  with  these  parents,  regardless  of  race  or  gender. 

The  third  and  fourth  research  questions  were,  "Are 
certain  network  properties  associated  with  the  perception  of 
being  supported?"  "Are  certain  network  properties  associated 
with  better  or  worse  levels  of  psychological  symptoms?"  The 
perception  of  support  did  not  correlate  significantly  with  any 
of  the  network  variables.  Correlations  were  run  on  the 
structural  aspects  of  the  networks  (density,  size,  average 
length  of  time  of  relationships  with  alters,  geographical 
distances  of  the  alters),  as  well  as  on  the  average  number  of 
alters  per  relational  category  (such  as  number  of  family 
members,  number  of  friends,  etc.).  Network  structural 
characteristics  and  types  of  relationships  did  not  influence 
the  amount  of  support  that  parents  perceived  from  their 
alters . 

I  examined  whether  coping  behaviors  would  influence  the 
perception  of  support.  Again,  results  of  this  regression  were 
not  significant.  Use  of  various  coping  behaviors  did  not 
influence  the  perception  of  support. 

An  important  finding  was  that  network  properties  did  not 
significantly  correlate  with,  or  predict  the  psychological 
outcomes.  At  best,  network  properties  served  as  a  basis  for 
comparative  description  in  this  situation.  What  people  derive 
from  their  networks,  or  the  quality  of  the  interactions  in  the 
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networks,  appears  to  be  the  more  significant  feature  in 
relationship  to  people's  well-being. 

Yet,  in  this  research,  perception  of  support  did  not 
reduce  or  increase  the  levels  of  psychological  symptoms . 
Essentially,  the  feeling  of  being  supported  did  not  enhance 
psychological  well-being,  which  is  contrary  to  previous 
research  findings . 

Perhaps  this  finding  is  related  to  the  measure  of 
perceived  support.  The  scale  was  a  rudimentary  approach  to 
quantifying  perceptions  of  the  amount  of  support  they  received 
from  their  network.  A  more  refined  scale  may  generate 
different  data. 

Given  that  possibility,  I  think  the  more  likely  reason 
was  that  the  experience  of  parenting  a  child  with  cancer  is  so 
overwhelming  and  threatening  that  few  things  can  alleviate 
those  fears.  These  parents  are  grappling  with  an  everyday 
fear,  however  submerged,  that  one  day  they  may  lose  their 
child.  They  are  faced  with  knowing  that  they  have  not  been 
able  to  protect  their  child,  an  essential  element  of  the 
parenting  role.  In  addition,  while  dealing  with  the  health 
care  system,  many  parents  feel  further  insult  because  their 
parental  expertise  concerning  their  own  child  is  frequently 
not  recognized  by  the  staff.  Finally,  even  if  the  child 
survives  the  childhood  cancer,  the  parents  carry  with  them 
realistic  fears  for  their  children  of  diminished  cognitive 
abilities  secondary  to  the  cancer  treatments,   fears  of 
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developing  second  malignancies  as  adults,  and  fears  of 
potential  job  and  insurance  discrimination  as  a  childhood 
cancer  survivor.  These  fears  are  an  extremely  heavy  emotional 
burden  to  carry  for  years . 

Summary  of  Findings  Pertaining  to  Support 

Social  support  was  shown  to  be  a  tangible  construct  felt 
to  be  very  important  to  people,  but  difficult  to  disaggregate 
into  parts  for  measurement.   Research  questions  five  and  six 
were  as  follows,  "How  much  support  is  given  to  parents  of 
children  with  cancer:  Does  this  vary  by  race  or  gender;  and 
"What  types  of  support  are  given  to  parents  of  children  with 
cancer?"  The  question  of  "how  much  support"  was  difficult  to 
answer.  Using  financial  contributions  as  a  proxy  for  instru- 
mental support,  parents  received,  on  average,  approximately 
$2,300  in  financial  assistance  over  the  course  of  their 
child's  illness.   At  best,  this  was  a  rough  estimate  due  to 
memory  recall  problems,  differing  durations  of  length  of 
illness,  and  guesstimations  concerning  the  amount  of  financial 
gifts.   The  amount  did  not  seem  inordinately  large  when  you 
consider  the  vast  out-of-pocket  expenses  that  these  parents 
faced.    There  was  a  significant  difference  by  race,  with 
African  Americans  receiving  far  less  than  whites.  I  suspected 
that  the  socioeconomic  deprivation  of  many  African  American 
communities,  as  compared  to  white  communities,  played  a  role 
in  these  findings.     However,  there  were  no  significant 
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differences  by  race  in  the  categories  of  people  who  provided 
such  tangible  assistance. 

However,  there  was  much  support  received  as  intangible 
assistance  that  I  could  not  quantify.  Parents  of  both  races 
spoke  often  of  this  assistance,  such  as  people  buying  gro- 
ceries for  them,  filling  up  their  cars  with  gas,  providing 
childcare,  and  making  meals  for  the  families.  The  variable, 
perception  of  support,  was  a  proxy  for  measuring  perception  of 
both  instrumental  and  emotional  support.  As  discussed  ear- 
lier, there  was  a  significant  difference  by  race,  but  not  by 
gender . 

What  was  not  measured  was  the  parents'  perception  of  just 
emotional  support.  Emotional  support  can  include  both 
received  support,  as  well  as  the  perception  of  support  being 
available.  It  was  clear  from  the  interviews  and  the  field 
notes  that  many  parents  felt  emotionally  supported,  especially 
from  other  parents  of  sick  children.  Parents  of  other  sick 
children  were  critical  sources  of  true  empathetic  support 
during  this  experience,  and  also  served  as  mentors  and 
teachers  for  parents  of  children  newly  diagnosed. 

The  relationships  with  parents  of  other  sick  children 
and,  the  functions  those  relationships  served,  were  important 
findings.  Discourse  based  on  shared  understandings  served  as 
the  cement  of  these  relationships,  and  there  were  no  dif- 
ferences by  race.  Fewer  men  felt  as  comfortable  as  did  women 
sharing  in  this  manner.   Downward  comparison  was  a  coping 
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behavior  used  by  the  parents  to  feel  uplifted  and  to  feel 
hope.  However,  the  enhanced  psychological  rewards  from  such 
comparison  only  functioned  to  a  certain  point.  At  some 
unspecified,  individual  time,  comparisons  with  other  parents 
became  too  frightening,  too  real,  and  too  close  for  comfort. 
At  that  point  in  time,  parents  could  no  longer  absorb  the  pain 
and  grief  felt  by  others,  and  needed  to  go  into  self- 
protective  mechanisms  to  insulate  themselves  emotionally. 

Emic  definitions  of  support  differed  by  race  only.  White 
parents  defined  support  most  often  in  reference  to  emotional 
support,  followed  by  a  combination  of  ways  (reference  to 
instrumental  and  emotional  manifestations  of  support),  and 
then  "just  being  there."  African  American  parents  most  often 
defined  support  by  "just  being  there,"  followed  by  a  combin- 
ation of  ways,  and  then  by  referencing  emotional  support. 
Basically,  African  Americans  defined  support  in  broader  terms 
than  did  the  white  parents.  Again,  I  suspect  that  income 
played  a  role  in  defining  the  types  of  needs  that  these 
parents  had  and,  thus,  what  was  important  about  support. 

Parents  of  both  races  had  a  combination  of  people  to  turn 
to  for  support.  There  were  a  few  isolated  parents  with  no  one 
offering  assistance,  but  just  a  few.  As  mentioned  earlier, 
family  was  important  to  both  races  in  providing  specific  types 
of  support,  such  as  support  while  the  parent  was  at  home. 
Parents  of  both  races  chose  the  same  categories  of  people  who 
helped,  but  differed  in  the  percentages  per  category  of 
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relationships.  For  example,  both  races  relied  mostly  on 
family  members  for  help  running  the  house,  but  more  African 
Americans  listed  family  as  their  primary  support  than  did 
whites . 

Findings  that  supported  previous  research  findings 
included  the  general  importance  of  family  and  spouse  assis- 
tance, the  choice  of  family  to  assist  in  crisis  or  long-term 
situations,  the  use  of  both  informal  and  formal  sources  of 
support  during  emergencies,  the  gender  bias  toward  more  women 
using  professional  support  than  men,  and  the  problems  experi- 
enced when  dealing  with  professional  supports.  Most  parents 
received  offers  of  spontaneous  support,  but  there  was  a 
significant  difference  by  race,  with  fewer  African  Americans 
receiving  offers  of  spontaneous  help.  Again,  offers  of  spon- 
taneous help  for  the  African  Americans  may  have  been  con- 
strained due  to  harsher  economic  realities  in  the  African 
American  communities . 

Summary  of  Findings  Related  to  Coping 

The  last  research  question  asked,  "Do  different  ways  of 
coping  predict  better  psychological  outcomes  for  these 
parents?"  A  small  amount  of  the  variance  (varied  between  0.14 
to  0.28)  of  the  psychological  outcomes  was  explained  by  use  of 
the  behaviors  in  specific  coping  scales  (refer  back  to  Table 
8.11).  The  type  of  coping,  emotion-focused  versus  problem- 
focused,  best  predicted  the  psychological  outcomes.  This  will 
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be  discussed  in  a  later  section  of  this  chapter  summarizing 
the  theoretical  base  and  the  conceptual  framework  for  this 
research.   The  next  section  answers  the  research  hypotheses. 

Summary  of  Research  Hypotheses 

The  study  hypotheses  were  generated  from  a  literature 
review  and  two  pilot  studies.  Each  hypothesis  will  be  dis- 
cussed separately. 

1.  In  situations  characterized  by  a  perceived  minimum  of 
control,  parents  who  use  emotion- focused  coping  strategies 
will  demonstrate  positive  adaptational  outcomes.  This  was  not 
supported  as  perceived  control  did  not  make  a  significant 
difference  in  the  psychological  outcomes. 

2.  In  situations  characterized  by  a  perceived  sense  of 
control  or  changeability,  parents  who  use  problem-focused 
coping  will  demonstrate  positive  adaptational  outcomes.  This 
hypothesis  was  partially  supported.  Degree  of  control  was  not 
a  significant  variable.  However,  positive  adaptational  out- 
comes were  seen  in  parents  who  used  problem- focused  coping, 
irrespective  of  their  perceived  degree  of  control. 

3.  Social  network  characteristics  will  not  predict  per- 
ception of  support.  This  hypothesis  was  supported.  However, 
findings  from  the  qualitative  data  suggested  that  in  order  for 
support  to  be  perceived  as  something  beneficial,  the  assis- 
tance needed  to  be  freely  given,  action-oriented,  and  offered 
in  a  non- judgmental  manner. 
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4.  White  parents  will  define  support  primarily  as  emo- 
tional interactions.   This  hypothesis  was  supported. 

5 .  African  American  parents  will  define  support  primarily 
as  instrumental  actions.  This  hypothesis  was  not  supported. 
"Just  being  there"  was  the  primary  base  of  their  definition  of 
support,  followed  by  a  combination  of  ways,  and  then  emotional 
interactions.  Only  5.8%  of  African  Americans  defined  support 
in  terms  of  instrumental  actions . 

6 .  Married  parents  will  perceive  and  receive  greater 
levels  of  support  than  will  single  parents,  irrespective  of 
race.  This  hypothesis  was  partially  supported.  There  were  no 
significant  differences  by  marital  category  in  the  perception 
of  support.  There  were  significant  differences  (p<0.01)  by 
marital  categories  in  the  mean  amount  of  financial  assistance 
(charity  donations)  received.  Divorced  parents  received  the 
highest  amount  of  charity  support,  followed  by  married 
parents,  widowed  parents,  single  parents,  and  separated 
parents . 

However,  when  sorted  by  race,  there  were  no  significant 
differences  within  marital  categories  in  the  mean  amounts  of 
financial  assistance  (charity  donations  as  opposed  to  govern- 
mental sources  of  financial  support)  or  the  perception  of 
support  from  alters. 

7.  Parents  with  higher  incomes  and  education  will  demon- 
strate a  higher  level  of  perceived  support,  and  will  receive 
greater  levels  of  enacted  support.    This  hypothesis  was 
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partially  supported.  Higher  incomes  did  not  correlate 
significantly  with  perception  of  support  or  with  amount  of 
enacted  support  (as  measured  by  amount  of  charity  donations). 
Higher  levels  of  education  was  significantly  correlated 
(p< 0.007)  with  amount  of  charity  donations,  but  the  corre- 
lation was  minimal  (r=0.19) .  Education  did  not  correlate  with 
perception  of  support. 

8.  Higher  incomes  will  be  associated  with  larger  social 
networks.  This  hypothesis  was  supported.  Income  was  signi- 
ficantly and  positively  correlated  (r=0.27,  p<0.0001)  with 
size  of  network. 

9 .  Parents  with  lower  incomes  will  demonstrate  greater 
psychological  symptomatology,  with  single  poor  parents  having 
the  worst  adaptational  outcomes.  This  hypothesis  was  not 
supported.  Income  was  not  significantly  correlated  with  any 
of  the  outcome  variables.  An  interesting  aside  pertaining  to 
this  hypothesis  was  gleaned  from  my  field  notes.  One  of  the 
questions  on  the  interview  (not  analyzed  for  purposes  of  the 
dissertation)  was,  "What  were  your  stressors  before  your  child 
got  sick?"  What  struck  me  vividly  was  that  the  parents  who 
seemed  to  be  most  disadvantaged  from  a  socioeconomic  perspec- 
tive often  answered,  "Nothing,  I  had  no  stress  until  my  child 
got  sick."  These  were  parents  who  were  living  in  sometimes 
wretched  housing  conditions,  had  minimal  income,  and  fre- 
quently had  lower  levels  of  education.  Yet,  to  them,  their 
stressors  were  all  part  of  what  to  expect  from  life.  In  sharp 
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contrast  to  this  were  the  more  affluent  parents  who  could  list 
multiple  sources  of  stress.  Income  and  higher  levels  of 
education  are  often  seen  as  tools  to  help  people  cope  with 
problems  and  stressors,  but  the  parents  who  had  these  advan- 
tages sounded  most  overwhelmed  with  their  lives.  The  field 
data  indicated  that  what  really  mattered  was  the  perception  of 
what  constituted  stress!  A  hypothesis  could  be  that  affluence 
creates  or  increases  stress.  While  this  may  seem  to  portray 
the  stereotypic  image  of  the  poor-but-happy,  wealthy-but- 
stressed  individuals,  it  was  a  theme  clearly  seen  in  my  field 
notes . 

10.  The  shared  experience  of  parenting  a  child  with 
cancer  will  diminish  the  racial  and  cultural  differences 
between  the  African  American  and  the  white  parents.  This 
hypothesis  was  overwhelmingly  supported!  Overall,  using  many 
different  measures,  there  were  few  differences  by  race.  In 
addition,  there  were  few  differences  by  gender  or  site.  As 
shown  in  the  pilot  study,  African  American  parents  did  not 
report  racism  as  an  additional  problem.  For  the  parents, 
parenting  a  child  with  cancer  erased  any  color  lines  or  social 
distinctions.  Scores  on  the  psychological  instruments  were 
remarkably  similar  across  both  race  and  gender.  Race  and 
gender  proved  to  be  non-significant  in  testing  the  conceptual 
framework  concerning  the  psychological  outcomes. 
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Review  of  the  Theoretical  Base  of  the  Research 

Lazarus  and  Folkman's  (1984)  model  of  stress,  appraisal, 
and  coping  was  the  theoretical  base  of  this  research.  In  this 
model,  coping  is  a  process  and,  as  such,  using  cross-sectional 
data  had  limitations.  It  was  very  difficult  to  capture  pro- 
cess using  data  from  one  interview. 

Coping  was  defined  as  "constantly  changing  cognitive  and 
behavioral  efforts  to  mange  specific  external  and/or  internal 
demands  that  are  appraised  as  taxing  or  exceeding  the  re- 
sources of  the  person  (Lazarus  &  Folkman  1984:  141).  The 
parents'  coping  behaviors  in  regard  to  a  specific  recent 
stressful  event  were  measured  by  use  of  coping  scales.  Coping 
was  differentiated  into  problem- focused  coping  and  emotion- 
focused  coping.  The  model  posited  that  personal  and  situa- 
tional antecedent  variables  influence  the  primary  appraisal  of 
a  stressful  situation,  seen  as  benign,  threat/harmful,  or 
challenging.  For  this  research,  I  assumed  that  the  primary 
appraisal  of  the  stressful  event  would  be  that  of  threat/harm. 
This  assumption  is  thus  another  limitation. 

Secondary  appraisal  then  asks  what  can  be  done  about  the 
situation.  For  stressful  situations,  it  is  thought  that 
individuals  use  both  emotion-focused  and  problem- focused 
coping.  However,  the  appraisal  of  the  situation  in  terms  of 
whether  one  has  the  potential  for  control  determines  the 
relative  proportion  of  each  type  of  coping  used.  Social 
support  is  thought  to  be  one  modifying  influence  on  secondary 
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appraisal.  Secondary  appraisal  influences  the  choice  of 
coping  behaviors  used  to  deal  with  the  stressful  situation. 
Use  of  coping  behaviors  then  should  influence  outcomes. 

The  most  stressful  situation  that  the  parents  described 
focused  on  the  child's  illness,  and  this  did  not  differ  by 
race  or  gender.  Most  parents  used  seeking-social-support 
coping  behaviors  to  deal  with  this  issue.  There  were  only  a 
few  significant  differences  pertaining  to  choice  of  coping 
behaviors  by  type  of  stressful  event. 

Secondary  appraisal  was  measured  by  assessing  the  degree 
of  control  or  changeability  parents  felt  they  had  over  the 
stressful  situation.  Parents  felt  only  marginally  in  control 
of  their  situations.  Perceived  control  did  not  make  a 
significant  difference  in  the  psychological  outcomes  of  the 
parents.  Perhaps  the  parents'  feelings  of  lack  of  control  in 
regard  to  their  childrens'  illnesses  affected  their  perception 
of  control  on  a  daily  basis.  When  you  can  not  change  or  alter 
a  situation  of  tremendous  magnitude  in  your  life,  the  little 
things  no  longer  seem  to  matter  much. 

As  predicted  from  the  theory,  parents  used  a  combination 
of  coping  behaviors,  and  there  were  few  differences  by  race  or 
gender  in  the  types  of  behaviors  utilized.  Parents  most  often 
used  problem-focused  coping  behaviors. 

The  extent  to  which  a  person  judges  whether  a  stressful 
encounter  was  resolved  successfully  is  seen  as  an  immediate 
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outcome  of  the  coping  process.  Slightly  more  parents  felt 
satisfied  with  the  outcomes  than  unsatisfied. 

Longer  term  outcomes  included  the  psychological  symptoms 
of  anxiety,  depression,  somatization,  and  the  global  severity 
index.  Only  a  small  percentage  of  the  parents  showed  poor 
psychological  outcomes.  Overall,  these  parents  were  not 
demonstrating  significant  psychological  symptomatology. 
However,  it  was  clear  from  a  series  of  regressions  that 
emotion-focused  coping  behaviors,  particularly  escape- 
avoidance  behaviors,  best  predicted  poorer  psychological 
outcomes . 

Modification  of  the  Conceptual  Model 

Based  on  the  findings  reported  here,  I  modified  the 
conceptual  model  (see  Figure  10.1).  Although  the  findings  did 
not  support  all  the  elements  of  the  stress,  appraisal  and 
coping  theory,  the  basic  model  remains.  What  changes  are 
points  of  emphasis  in  the  model  and  specific  variables  that 
affected  outcomes.  The  biggest  change  is  the  inclusion  of  the 
child's  illness  as  a  fact  that  alters  any  subsequent  stressful 
event.  Coping  behaviors  were  elicited  based  on  a  self- 
reported  narrative  that  described  the  most  stressful  event  the 
parent  had  experienced  within  the  previous  seven  days  of  the 
interview.  This  design  did  not  fully  capture  the  emotional 
climate  resulting  from  the  child's  illness.  Both  qualitative 
and  quantitative  data  indicated  the  importance  of  the  child's 
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illness  as  a  backdrop  against  which  other  events  were  mea- 
sured. Therefore,  the  model  is  now  placed  within  the 
overarching  framework  of  the  child's  illness,  in  addition  to 
whatever  other  specific  stressful  events  occur. 

The  antecedent  variables  that  had  some  influence  on  the 
coping  process  and  subsequent  outcomes  were  the  following: 
race,  gender,  education,  income,  and  charitable  assistance 
(proxy  for  enacted  support) .  Antecedent  variables  continue  to 
influence  primary  appraisal.  Degree  of  perceived  control  is 
now  removed  from  the  model  as  it  did  not  influence  the  choice 
of  type  of  coping  (emotion-focused  versus  problem- focused) 
used,  nor  the  psychological  outcomes.  Social  support  is 
modified  to  stress  the  dimensions  identified  by  the  parents  as 
beneficial  (e.g.  action-oriented,  non- judgmental,  etc.). 

The  specific  coping  behaviors  of  confronting  coping, 
accepting  responsibility,  and  planful  problem  solving  are 
linked  to  the  short-term  outcome  of  satisfaction  with  the 
outcome  of  the  stressful  event.  Emotion- focused  coping 
behaviors,  particularly  escape-avoidance  behaviors,  are 
associated  with  poorer  psychological  outcomes.  Enhanced 
psychological  outcomes  are  now  associated  with  problem- focused 
coping  behaviors,  most  notably  planful  problem-solving 
behaviors.  This  model  remains  processual,  with  the 
possibility  of  feedback  loops  at  any  point  in  the  model. 

The  last  sections  of  this  chapter  examine  implications 
for  pediatric  oncology,  as  well  as  suggestions  for  family, 
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friends,  and  communities  in  how  to  assist  families  in  this 
situation.  In  addition,  future  areas  of  research  are 
suggested. 

Implications  for  Applied  Practice 

Implications  to  assist  parents  in  this  situation  will  be 
listed  individually. 

1.  Assess  how  parents  are  dealing  with  stress,  both  in 
regards  to  the  child's  illness  and  to  the  rest  of  their  lives. 
Offer  coping  skills  workshops  that  emphasize  problem-solving 
skills.  Illustrate  examples  of  escape-avoidance  behaviors  and 
suggest  alternate  behaviors  that  would  allow  parents  to  regain 
some  measure  of  control . 

2.  Health  care  professionals  need  in-service  educational 
offerings  on  coping  behaviors  and  how  to  facilitate  problem- 
focused  coping.  Parents  are  using  problem- focused  coping 
behaviors  yet  few  psychosocial  interventions  are  geared  to 
this. 

3.  Offer  parents  more  information  about  the  workings  of 
the  health  care  system  so  that  they  can  assist  in  the 
management  of  their  children.  For  example,  give  parents  a 
list  of  the  attending  physicians,  residents,  social  workers, 
clinical  nurse  specialists,  etc.  who  are  responsible  for  the 
care  of  their  child.  List  phone  numbers  and  the  process  by 
which  parents  can  reach  these  professionals  should  a  problem 
arise.   Update  as  necessary,  but  especially  every  month  when 
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attending  physicians  rotate  off-service.  Involve  parents  in 
medical  rounds,  and  elicit  their  observations  pertaining  to 
their  childrens '  responses  to  treatment . 

4 .  Incorporate  weekly  or  bi-weekly  care  conferences 
during  a  hospital  stay,  and  also  plan  care  conferences  on  a 
regular  basis  in  the  clinic  setting.  Care  conferences  are  now 
frequently  used  when  problems  arise,  or  if  a  family  is  seen  as 
"aggressive  or  problematic."  Use  the  care  conferences  as  a 
preventive  measure,  rather  than  a  problem-solving  approach. 
Plan  these  meetings  in  a  way  that  parents  can  attend  and  be 
actively  involved,  rather  than  observing. 

5 .  Offer  more  expedient  ways  to  admit  children  who  need 
frequent  hospitalizations  (such  as  those  receiving 
chemotherapy  in-patient) .  One  mother  suggested  making  a 
"Frequent  Hospital  Stay  Plan,"  similar  to  the  perks  of  a 
frequent  flier  program.  Instead  of  miles,  the  perks  would  be 
a  shortened  admission  process  that  included  direct  admission 
to  the  medical  unit  (rather  than  waiting  in  the  emergency 
rooms  or  the  admissions  office),  no  need  for  repetition  of  the 
child's  history  other  than  updates  as  needed,  easily  acces- 
sible charts  (including  the  most  recent  up-to-date  notes  from 
the  previous  out-patient  visit),  and  standing  medical  orders 
so  that  there  are  no  waits  for  treatment  to  begin. 

6.  Hospitals,  particularly  children's  hospitals  or 
university  hospitals,  should  operate  day  care  centers  for 
young  siblings  of  ill  children.   Supervised  educational  and 
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recreational  programs  should  be  offered  to  older  children. 
Parents  are  frequently  torn  between  conflicting  responsibili- 
ties, and  siblings  tend  to  be  neglected.  Offering  a  day  care 
area  would  allow  the  well  children  to  be  cared  for  in  a  safe 
manner,  and  to  be  physically  close  to  the  parents.  In 
addition,  if  the  day  care  were  operated  in  conjunction  with  a 
university,  it  would  provide  a  training  ground  for  students  in 
education,  psychology,  nursing,  etc.  In  addition,  funds  could 
be  generated  by  offering  day  care  services  to  employees  of  the 
hospital. 

7 .  Overall  health  care  reform,  particularly  universal 
health  care  insurance,  needs  to  be  initiated  so  that  families 
are  not  destroyed  financially  by  the  cost  of  having  an  ill 
child. 

8.  Health  care  professionals  need  to  re-orient  their 
thinking  about  what  constitutes  social  support.  Rather  than 
always  emphasizing  the  affective  qualities,  professionals  need 
to  acknowledge  the  instrumental  needs  of  these  families  as 
well.  At  first  diagnosis  and  on  subsequent  admissions,  nurses 
should  do  a  social  network  inventory  of  those  people  the 
parents  perceived  to  be  most  supportive,  as  well  as  the  types 
of  support  provided.  Nursing  and  social  work  interventions 
should  then  be  directed  towards  addressing  the  areas  of 
support  that  are  being  neglected. 
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9.  Assist  parents  in  focusing  on  what  can  be  realisti- 
cally managed  or  altered,  so  that  they  don't  feel  they  have  to 
fight  every  battle. 

10.  Design  children's  medical  units  to  include  protected 
space  where  parents  can  freely  interact  with  one  another,  or 
simply  sit  and  listen  to  others.  This  space  should  have 
groupings  of  furniture  that  encourage  small  discussion  areas, 
as  well  as  protected  enclaves  for  those  who  need  to  be  away. 
The  parent's  area  should  be  out  of  vision  and  hearing  range  of 
the  professional  staff,  and  it  should  be  understood  by  the 
staff  that  it  is  a  safe  area  in  which  parents  can  unwind. 
Ideally,  the  area  should  be  part  of  the  medical  units,  or  at 
least  very  close  by  so  that  parents  can  be  reached  when 
necessary.  This  room  should  be  open  24  hours  a  day,  and 
should  offer  refreshments,  such  as  coffee,  tea  or  fruit 
juices .  This  space  would  be  the  functional  equivalent  of  the 
smoking  lounge. 

Suggestions  for  Family,  Friends,  and  Others 
in  How  to  Assist  Parents  of  111  Children 

Throughout  the  interviews,  parents  commented  that  they 
hoped  that  my  work  would  somehow  make  a  difference,  that 
someone  would  learn  how  to  better  help  them.  From  the  field 
notes  and  qualitative  data,  I  culled  specific  suggestions  for 
others  to  use.  These  suggestions  could  be  used  for  many 
crisis  situations,  as  well  as  during  times  of  long  illnesses. 
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In  addition,  the  types  of  suggestions  could  also  be  used  when 
an  adult  family  member  is  ill. 

1.  Do  not  assume  that  the  family  wants  or  does  not  want 
calls.  ASK!  Ask  the  parent  when  the  best  time  is  for  a  call, 
or  if  there  is  a  central  person  from  whom  to  receive  updates 
and  information  about  the  child's  condition.  If  you  are  an 
out-of-town  friend  or  family  member,  whenever  possible,  stress 
that  the  parent  should  call  collect. 

2.  If  the  calls  overwhelm  a  family,  identify  one  person 
(such  as  a  close  friend)  as  a  central  node  from  which  informa- 
tion about  the  situation  flows.  Set  up  phone  trees  to  assist 
the  families  in  reaching  their  loved  ones . 

3.  Tell  the  families  what  you  can  realistically  offer, 
rather  than  saying  "call  me  if  you  need  anything."  For 
example,  you  may  be  able  to  pick  up  the  siblings  after  school 
on  specific  dates,  or  do  a  load  of  laundry.  Do  not  offer  help 
to  be  courteous . 

4 .  Think  in  terms  of  all  the  daily  activities  that  need 
to  be  done  in  a  family,  and  then  offer  assistance  with  those 
mundane  tasks .  Pets  need  care  ( feeding  and  walking  sche- 
dules), mail  needs  to  be  retrieved,  house  lights  need  to  be 
turned  on  at  night,  cars  and  property  need  protection  and  care 
from  the  elements  (i.e.,  shovel  snow  without  asking,  mow 
someone's  grass  as  a  favor,  rake  up  leaves),  bank  deposits 
need  attention,  etc. 
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5.  On  clinic  days,  make  meals  for  the  families  and  have 
the  meals  waiting  for  them  when  they  return  home  from  the 
hospital.  DO  NOT  use  plates  that  must  be  returned,  just 
disposable  plates.  If  you  must  use  a  plate  that  needs  to  be 
returned,  make  sure  it  is  well-marked  and  tell  the  family  when 
you  will  pick  it  up. 

6 .  Remember  that  childhood  cancer  may  last  for  several 
years.  Pace  yourself  as  you  offer  support.  Offer  assistance 
throughout  the  duration  of  the  illness,  rather  than  everything 
at  first  diagnosis.  Parents  still  need  help  and  a  break,  even 
when  the  child  looks  well. 

7.  Offer  parents  relief  from  childcare  in  the  hospital. 
If  you  offer  time  out  in  the  evening,  allow  the  parents  enough 
time  to  have  dinner,  take  a  walk,  maybe  see  a  movie,  but  espe- 
cially enough  time  that  they  may  talk  together. 

8.  Remember  siblings  need  attention.  Offer  gifts  to 
siblings,  as  well  as  ill  children.  Offer  to  spend  special 
time  alone  with  siblings,  or  stay  with  the  ill  child  so  that 
siblings  get  a  chance  to  have  Mom  or  Dad  alone  for  a  few 
hours . 

9.  When  preparing  food  for  families,  remember  that  chil- 
dren do  not  eat  gourmet  foods.  While  this  may  be  a  treat  for 
the  adults,  most  adults  desire  a  simple,  fast,  but  nutritious 
meal.  They,  too,  are  exhausted  from  the  clinic  or  hospital 
and  frequently  are  too  upset  to  be  able  to  tolerate  rich  food. 
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10.  Help  to  prepare  a  house  for  homecoming  when  a  parent 
and  child  have  been  away  in  the  hospital.  Ask  the  parent  for 
a  house  key,  or  meet  them  shortly  after  arriving  home  to 
deliver  groceries  and  leave.  If  you  have  access  to  the  house, 
make  sure  that  the  air  is  fresh,  put  out  clean  towels  and 
sheets,  and  have  simple  groceries  waiting  for  the  family. 
Simple  groceries  could  include  bread,  milk,  pasta,  cereal, 
cookies,  fruit,  eggs,  or  whatever  you  know  that  the  family 
uses.  If  the  parent  smokes,  a  pack  of  cigarettes  is  deeply 
appreciated.  For  others,  a  cold  beer  or  a  glass  of  wine  helps 
to  decrease  the  stress. 

11.  Call  the  child  to  see  how  he  or  she  is  doing,  and  not 
always  just  the  parent. 

12.  Keep  visits  short,  unless  the  parent  indicates  that 
they  are  willing  to  have  a  longer  visit. 

13.  Do  not  give  advise,  unless  solicited.  Simply  listen! 

14.  When  offering  help,  expect  erratic  schedules  and  that 
planned  events  may  need  to  change.  Have  back-up  plans 
whenever  possible  and  STAY  FLEXIBLE.  Adapt  your  schedule  to 
that  of  the  ill  child  and  parent,  not  the  other  way  around. 

15.  Alert  parents  in  the  neighborhoods,  schools,  daycare 
centers  or  any  other  places  where  the  ill  child  may  be  to 
observe  for  signs  of  fever,  colds,  bruising,  or  any  other 
indication  that  the  child  is  feeling  poorly.  A  few  hours  of 
notice  may  make  the  difference  in  a  child's  life. 
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16.  Be  courteous  in  regard  to  visits  when  your  child  or 
a  family  member  is  ill.  Simply  call  and  cancel  the  visit. 
Immune -suppressed  children  can  not  tolerate  exposure  to  ill 
people . 

17.  Don't  wait  for  calls  from  the  parents  of  the  ill 
child.   Be  pro-active  and  make  the  first  call  yourself. 

18.  Few  children  like  hospital  food.  Check  on  the 
child's  dietary  restrictions  and  offer  to  bring  in  foods. 
Fast  food  take-outs  and  pizza  are  big  hits  usually! 

19.  When  you  overhear  cruel  comments  about  sick  children, 
educate  others.  Say  something  like,  "The  child  is  sick,  he  is 
not  bald  by  choice  or  a  freak  of  nature." 

20.  Have  your  church  or  the  child's  classmates  make  gift 
boxes  for  the  ill  child  and  siblings.  The  boxes  could  contain 
small,  inexpensive,  fun  gifts  for  each  day,  each  labeled  with 
a  date.  For  example,  stickers  to  put  on  a  calendar  for  each 
day  of  a  hospital  stay. 

21.  Suggest  to  friends,  work  associates,  or  neighbors 
that  a  penny  collection  could  be  given  to  the  gas  station  of 
choice  for  the  parents.  This  would  allow  parents  to  drive  in 
and  have  a  fund  for  gas,  and  is  tremendously  useful  for 
families  who  live  away  from  the  treatment  centers. 

22.  Financial  contributions  toward  car  repairs  and  new 
tires  are  critical  for  families  who  must  drive  long  distances 
for  care.  One  community  group  obtained  the  loan  of  a  van  from 
a   car   distributor   so   that   the   parents   had   reliable 
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transportation  back  and  forth  to  the  hospital.  Another  group 
of  friends  convinced  a  local  tire  company  to  donate  $300  of 
free  tires  to  a  family. 

23.  Offer  financial  contributions  toward  health  insurance 
costs,  should  the  parent  lose  their  job  due  to  the  child's 
illness . 

24.  When  parents  seem  extremely  stressed,  offer  an 
"evening  of  relaxation."  Provide  childcare,  take  the  phone 
off  the  hook,  and  give  the  parents  a  basket  filled  with  a 
book,  bubble  bath,  snacks,  beverages,  candles,  etc.  Tell  the 
parents  to  relax  and  enjoy  themselves. 

25.  Fill  an  old  sock  with  change  so  that  the  parent  has 
change  for  the  vending  machines  in  the  hospital . 

26.  Make  up  gift  kits  of  travel  size  shampoo,  soap, 
toothpaste,  etc.  for  long  hospital  stays. 

27.  If  finances  are  problematic,  find  out  what  types  of 
grocery/ supply  items  are  not  permitted  to  be  purchased  with 
food  stamps.  For  example,  shampoo,  foil,  baggies,  etc.  are 
needed  items  that  parents  can  not  always  afford. 

28.  Lastly,  set  up  trust  funds,  organized  donations, 
community  fundraisers,  and  directed  blood  donations.  Families 
do  not  have  the  time  or  energy  to  do  these  needed  tasks . 

Areas  for  Future  Research 

As  this  was  not  a  random  sample,  there  are  limitations  to 
how  much  the  results  are  generalizable.   In  spite  of  this, 
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there  were  remarkable  similarities  in  the  findings  across 
race,  gender,  and  site.  It  would  be  useful  to  expand  the 
study  to  other  geographical  areas  of  the  country  to  determine 
whether  these  similarities  persist.  Comparative  research 
should  be  done  with  parents  of  chronically  ill  children,  who 
are  diagnosed  with  diseases  other  than  cancer,  to  determine 
the  elements  of  support  and  coping  that  are  common  to  the 
experience  of  parenting  a  child  with  chronic  illness. 

A  facet  of  the  research  that  was  done  in  one  of  the  pilot 
studies,  but  not  in  the  dissertation,  was  to  interview  support 
providers.  If  health  providers  are  to  plan  support  and  coping 
interventions  for  parents,  it  is  necessary  to  know  who  the 
parents  identify  as  the  best  providers .  Data  from  the  pilot 
study  (Williams  1992)  indicated  that  health  care  providers  did 
not  know  who  the  parents  perceived  as  supportive. 

The  cross-sectional  design  of  the  study  should  be  changed 
to  a  longitudinal  design  with  repeated  interviews.  This  would 
give  information  as  to  how  coping  behaviors  and  outcome  mea- 
sures change  over  time.  Better  measures  of  appraisal  need  to 
be  developed  that  incorporate  both  the  appraisal  of  a  speci- 
fic stressful  event,  and  the  additional  influence  of  a  consis- 
tent stressor,  such  as  the  child's  illness. 

Lastly,  there  are  two  major  findings  that  I  would  like  to 
pursue  in  future  research.  The  first  concerns  the  finding 
that  parents  did  not  report  racism  to  be  a  problem.  Partici- 
pant observation  is  needed  over  a  long  time  period  to  record 
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the  subtle  racist  behavior  of  some  professional  staff  members. 
I  believe  that  interviewing  non-professional  hospital  staff 
members  (particularly  those  who  have  an  opportunity  to  observe 
hospital  corridors  and  rooms,  such  as  the  cleaning  staff) 
would  shed  a  different  light  on  the  question  of  racism.  I 
would  also  like  to  repeat  the  study  with  parents  in  other 
children's  clinics  to  determine  whether  pediatric  oncology  is, 
in  some  manner,  special.  I  want  to  know  whether  childhood 
cancer  offers  some  social  protection  against  racism.  I  am 
interested  in  knowing  whether  parents  of  children  who  are  not 
as  ill  as  those  with  cancer  report  racism. 

I  am  also  intrigued  with  the  parents '  need  for  reci- 
procity for  all  the  support  received  in  this  experience 
(Williams,  in  press).  I  hope  to  document,  across  crisis 
situations,  support  recipients'  feelings  concerning  the 
outpouring  of  support  that  they  receive. 

This  chapter  summarized  the  results  from  the  research. 
Personal  benefits  from  the  research  were  outlined.  The 
theoretical  base  of  the  research  was  reviewed,  and  findings 
pertinent  to  the  research  questions  and  hypotheses  were 
summarized.  Implications  for  practice  were  presented,  as  well 
as  lay  suggestions  for  how  to  help  in  a  situation  like  child- 
hood cancer.  Lastly,  areas  of  future  research  were  discussed. 


APPENDIX  A 
INTERVIEW  SCHEDULE 

A.  Demographic  Information: 
PARENT'S  NAME: 
CODE: 

INTERVIEWER: 
DATE  OF  INTERVIEW:        PLACE  OF  INTERVIEW: 

1.  Where  do  you  live?  (in  Fla.  or  out-of-state) 

2 .  Age : 

3 .  Gender : 

4.  Relation  to  child: 

5 .  Marital  status : 

Single 

Co-habitating 

Married 

Widow/ widowed 

Divorced 

Separated 

6.  Child's  Sex:   Male 

Female 

7.  Child's  age: 

8.  Child's  illness: 

9.  Date  of  child's  diagnosis: 

Date  of  relapse: 
Date  of  transplant: 

10.  Age  of  child  at  diagnosis: 

1 1 .  Employment : 

a.  Employment  of  spouse  or  partner: 
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12.  Status  of  employment: 

Full-time 

Part-time  (between  21-40  hours/wk) 

Part-time  (20  or  fewer  hours/wk) 

Lost  job  due  to  child's  illness 

Reduced  job  hours  due  to  child's  illness 

Disability 

N/A,  not  working 

a.  Status  of  spouse  or  partner's  employment: 

Full-time 

Part-time  (between  21-40  hours/wk) 

Part-time  (20  or  fewer  hours/wk) 

Lost  job  due  to  child's  illness 

Reduced  job  hours  due  to  child's  illness 

Disability 

N/A,  not  working 

13.  Yearly  Income  :  [ask  for  combined  income  or  note  if 
different] 

a) (before  child  got  sick) : 
Less  than  $4999 
$5000-9999 
$10,000-19,999 
$20,000-34,999 
$35,000-49,999 
$50,000  and  over 

b)  (after  child  got  sick) : 
Less  than  $4999 
$5000-9999 
$10,000-19,999 
$20,000-34,999 
$35,000-49,999 
$50,000  and  over 

14.  Type  of  Assistance  Program:  Amount  per  month 

Unemployment : 
AFDC: 
SSI: 

Food  stamps : 
CMS/Medicaid: 
a.  Total  amount /yr: 

15.  Years  of  Education: 
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16.  Religion: 

a.  If  practicing,  how  often  do  you  do  to  services: 

weekly  (once  or  more  often) 
1-2  times /month 
4  or  fewer  times /six  months 
1-2  times/yr 
does  not  attend 
stopped  due  to  illness 

17.  #  of  children  in  your  house: 

18.  Who  else  lives  in  your  home? 

19.  Average  cost  of  telephone  bills  per  month  since  child's 
illness: 

a.  Is  this  an  increase  over  what  you  normally  paid? 

b.  How  much  of  an  increase? 

20.  Average  cost  of  each  trip  to  clinic 

gas: 

food: 

childcare: 

lost  wages : 

parking: 

misc. 

21.  Average  out-of-pocket  expenses  for  stays  in  the  hospital: 

transportation : 

hotels  or  Ronald  McDonald  House: 

meals: 

parking : 

videos : 

misc: 

a.  How  long  is  your  child  usually  admitted  for? 
22.  Do  you  have  medical  insurance? 

a.  What  type: 

b.  Amount  of  deductible  for  major  medical: 

c.  Amount  of  expenses  not  covered: 

Home  telephone  number: 
ADDRESS: 
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B.  Questionnaire: 

1.  What  are  your  most  difficult  problems  in  having  a  child 
with  cancer? 

2 .  Who  do  you  ask  to  help  you  with  running  your  household 
while  your  child  is  in  the  hospital? 

3.  When  you  or  your  child  is  having  a  rough  day  or  when  you've 
received  bad  news,  who  do  you  talk  to? 

a.  Can  you  tell  me  about  a  specific  incident  which  resulted  in 
having  a  bad  day?  Who  helped  you  with  this  situation? 

4 .  Are  there  people  who  help  you  without  being  asked? 

5.  Who  is  most  supportive  to  you  at  home?  Why  is  this  person 
most  supportive? 

6 .  Who  is  most  supportive  to  you  while  your  child  is 
hospitalized?  Why? 

7.  What  kinds  of  things  do  people  do  for  you  that  aren't 
helpful?   (During  the  time  of  your  child's  illness) 

8.  Do  you  ever  feel  a  need  to  "pay  back"  friends  or  family  for 
their  assistance?   IF  YES:  How  might  you  do  this? 

9.  What  differences  do  you  see  in  how  white  (black)  parents 
get  support? 

10.  What  types  of  problems  have  you  had  dealing  with  the 
hospital  or  the  medical  system  in  general? 

11.  FOR  AFRICAN  AMERICAN  PARENTS:  Have  you  experienced  any 
problems  trying  to  obtain  care  for  your  child  that  might  not 
have  happened  if  you  were  white? 

11a.  FOR  AFRICAN  AMERICAN  PARENTS:  Is  it  difficult  for  you 
that  most  of  the  doctors  and  the  nurses  are  white? 

12.  Are  there  differences  in  care  for  black  and  white 
families?   Please  give  me  an  example. 

13.  How  do  you  manage  all  the  extra  expenses  that  happened 
because  of  your  child's  illness? 

a)  Who  helps  you  with  all  these  extra  expenses? 

b)  Have  you  needed  to  take  out  a  loan  to  pay  for  these 
expenses? 
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c)  IF  YES,  how  much  of  a  loan? 

d)  Has  anyone  taken  out  an  extra  job  to  help  pay  the 
expenses  or  is  anyone  working  longer  hours? 

14.  Does  religion  help  you  in  your  situation?   IF  YES,  How? 

a)  Have  your  religious  practices  changes  since  the 
illness?   (HOW) 

b)  Do  you  attend  services:   More    Less    Same 

15 .  Who  spends  the  most  time  taking  care  of  your  child  at 
home? 

16.  Who  spends  the  most  time  taking  care  of  your  child  in  the 
hospital? 

17.  What  other  stressful  events  are  going  on  in  your  lives 
now? 

18.  Is  anyone  else  in  your  family  sick  now?  (WHO) 

a)  Was  this  person  sick  before  your  child  got  sick? 

19.  Are  you  having  problems  with  any  of  your  other  children  at 
home  ? 

a)  Is  this  behavior  different  from  before  the  illness? 

20.  Are  you  having  any  marital  or  relationship  problems? 

a)  IF  YES,  did  these  problems  start  with  your  child's 
illness,  or  were  you  having  problems  prior  to  your  child 
getting  sick? 

21.  What  were  your  major  stressors  before  your  child  got  sick? 

22.  How  would  you  define  support? 

23.  Have  your  friends  seemed  uncomfortable  with  your  child's 
illness? 

a)  Do  they  know  how  to  help  you? 

b)  Have  those  relationships  changed? 

24.  Are  there  things  that  you  wish  people  would  do  to  help 


you 


■? 


25.  Who  do  you  turn  to  for  help  in  caring  for  your  other 
children? 
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26.  Who  do  you  talk  to  about  matters  really  important  to  you? 

27.  During  the  time  of  your  child's  illness  have  you  received 
any  professional  support? 

28.  Many  times,  when  children  are  sick  or  hospitalized, 
parents  make  new  friends  with  other  parents  of  sick  kids.  Has 
this  happened  to  you? 

a)  IF  SO,  has  this  been  helpful? 

b)  Are  there  times  when  it  is  not  helpful? 

29.  Have  you  seen  changes  in  your  role  as  a  parent  since  the 
time  your  child  got  sick? 


APPENDIX  B 
SOCIAL  NETWORK  INVENTORY 


"Please  tell  me  who  has  been  important  or  helpful  to  you 
during  the  time  of  your  child's  illness.  This  may  be  a  family 
member,  a  friend,  a  neighbor,  or  a  professional  such  as  a 
nurse  or  a  minister." 
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